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RESUMEN

Introduccion

Entre todos los eventos estresantes o traumaticos que pueden condicionar un adecuado
desarrollo evolutivo, el cancer pediatrico es uno de los que mas interés ha suscitado en el
ambito cientifico, desde un enfoque tanto médico como psicologico. Los pacientes
oncoldgicos pediatricos deben someterse a tratamientos y procedimientos que pueden
afectar a distintos aspectos de su desarrollo. Por tanto, es necesario conocer cuales seran
las implicaciones que supone padecer dicha enfermedad tanto en los pacientes
oncoldégicos como en sus padres para asi poder centrar las intervenciones futuras en las
caracteristicas evolutivas y personales de cada paciente.

El objetivo principal de esta tesis doctoral ha sido analizar el impacto que supone la
enfermedad del cancer en nifos y nifias, asi como en sus padres, en relacion con distintas
variables de estudio, tales como las experiencias emocionales o las cogniciones asociadas
a la enfermedad. Por otro lado, se ha estudiado el tipo de comunicacién existente dentro
de las familias respecto a la enfermedad y se ha realizado una revision de la literatura
sobre protocolos de comunicacidon con pacientes oncoldgicos. Por ultimo, desde un
enfoque evolutivo, se ha propuesto un modelo de comunicaciéon del diagnostico y

tratamiento en oncologia pediatrica.

Resultados
La presente tesis se conforma por tres estudios principales, relacionados entre si, en los

que cada uno aporta los siguientes resultados:



En el estudio 1 (Emotional Experience and Type of Communication in Oncological
Children and Their Mothers: Hearing Their Testimonies Through Interviews) se ha
examinado el impacto emocional que tiene la enfermedad del cancer en pacientes
pediatricos oncologicos y sus madres, quienes eran sus cuidadoras principales. Por otro
lado, se ha investigado acerca del tipo de comunicacion existente dentro de estas familias
respecto al cancer, asi como las posibles relaciones entre el estado emocional de madres
e hijos/ as y el tipo de comunicacion. Los resultados indicaron diferencias notables entre
las emociones experimentadas por las madres y los nifos, asi como en las emociones en
funcién de las edades de los nifios. Las madres expresaron emociones como el miedo, la
tristeza o la ansiedad, mientras que los nifios manifestaron tristeza (mas frecuente en los
nifios mayores) y dolor, pero también felicidad, asociada en todos los casos, implicita o
explicitamente, a la creencia por parte de los nifios de mantener un estilo de pensamiento
positivo para favorecer su curacion. Se observaron correlaciones positivas significativas
entre la tristeza de las madres y la tristeza de los nifios mayores, la ansiedad de las madres
y el miedo de los nifios, y la ansiedad de las madres y la mencion de felicidad por parte
de los nifios.

Respecto al tipo de comunicacion, se han encontrado diferencias en funcion de la edad de
los pacientes: las madres tienden a ocultar informacion sobre la enfermedad a los nifios
mas pequefios y a proporcionar informacion directa a los mayores. Por lo general, los
nifios prefieren comunicar sus preocupaciones a los padres; sin embargo, se ha encontrado
que los nifos cuyas madres expresan sentir ansiedad son mdas propensos a preferir
comunicarse con otras personas.

En el estudio 2 (Comprehension of cancer: Differences between pediatric oncology
patients and healthy children) se han examinado las cogniciones asociadas a la

enfermedad y sus posibles diferencias tanto evolutivas como en funcion de su experiencia



con la enfermedad, entre dos grupos de estudio formados por nifios que sufren cancer y
nifios sanos. Entre los principales resultados, se han encontrado diferencias en la
comprension del cancer por parte de los nifios asociadas tanto a la edad como a la
experiencia con la enfermedad. Respecto a la edad, los nifios mayores (10 a 14 afios)
identificaron el cancer con mayor facilidad, mostraron menos conceptos erroneos sobre
las causas del cancer y proporcionaron mas argumentos acerca de la enfermedad que los
nifios pequenos (6 a 9 afos). En cuanto a la experiencia con la enfermedad, se observo
que los nifios con cancer asociaron la enfermedad con un pronostico menos amenazante
para la vida y le otorgaron menor severidad que los nifios sanos.

Por ultimo, el estudio 3 (Child-Centered Care in Pediatric Oncology: A Scoping Review
and a New Model to Support Child-Centered Communication about Cancer Treatment
and Prognosis) surge de la necesidad de conocer qué protocolos de comunicacion se
ponen en practica actualmente con pacientes pedidtricos oncologicos a nivel
internacional. Para ello, se realiz6 una revision sistematica de las intervenciones centradas
en la comunicacidn con nifios y adolescentes en el tratamiento del cancer. Los resultados
de la revision fueron desalentadores ya que solo un estudio de los 685 revisados cumplia
parcialmente los criterios de inclusion definidos, asi como dos estudios que se encuentran
en curso, y ninguno de ellos se desarrollaba con nifios menores de 9-10 afios.

En respuesta a esta ausencia de protocolos de comunicacioén con nifos, se proponen las
bases de un modelo tedrico que promueva y facilite la comunicacion en el entorno de la
oncologia pediatrica. Esta propuesta se basa en los conocimientos que nos aporta la actual
psicologia del desarrollo en lo que se refiere a las necesidades del nifio y adolescente, sus
distintas competencias emocionales y cognitivas, y sus propias caracteristicas

individuales y familiares.



Conclusiones

Las aportaciones de esta tesis doctoral son relevantes en el campo de la oncologia
pediatrica por dos motivos principales. En primer lugar, nuestros estudios empiricos han
permitido conocer, a través de las narrativas de los propios participantes, las experiencias
emocionales de nifios que padecen cancer y de sus madres (estudio 1), asi como la
comprension y representacion de esta enfermedad en nifios enfermos y sanos (estudio 2).
Cabe destacar que son muy pocos los estudios previos en los que se haya dado voz a los
propios pacientes pedidtricos oncoldgicos para referir sus experiencias con la
enfermedad, y también es escasa la investigacion comparativa sobre la comprension del
cancer en nifios sanos y enfermos. En segundo lugar, y a partir de la informacion obtenida
en los dos estudios, se ha podido desarrollar un modelo de comunicacion para pacientes
pediatricos oncoldgicos que integra distintas dimensiones del desarrollo socioemocional,
cognitivo y comunicativo. Desde este modelo, se propone un protocolo de comunicacion
con nifios y adolescentes con cancer cuyo objetivo es favorecer su bienestar y seguridad
emocional y, con ello, un mejor afrontamiento de la enfermedad y el tratamiento. Por el
momento, este protocolo es una propuesta teorica. En esta direccion, la tesis termina
planteando lineas futuras de investigacion con el objetivo de mejorar la calidad de vida

del paciente oncolédgico pediatrico.



ABSTRACT

Introduction

Among all the stressful or traumatic events that can condition a proper developmental
progress, pediatric cancer is one of those that has aroused most interest in the scientific
field, from both a medical and psychological approach. Pediatric cancer patients must
undergo treatments and procedures that can affect different areas of their development.
Therefore, it is necessary to understand the implications of this disease for both cancer
patients and their parents in order to focus future interventions on the developmental and
personal characteristics of each patient.

The main objective of this doctoral thesis has been to analyze the impact of cancer on
children and their parents in relation to different research variables, such as emotional
experiences or cognitions related to the illness. Furthermore, the type of communication
within families regarding the disease has been examined and a review of the literature on
communication protocols with oncology patients has been carried out. Finally, from a
developmental approach, a model of diagnosis and treatment communication in pediatric

oncology has been proposed.

Results
The present thesis consists of three main studies, each of which providing the following
results:
Study 1 (Emotional Experience and Type of Communication in Oncological Children
and Their Mothers: Hearing Their Testimonies Through Interviews) has examined the

emotional impact of cancer disease on pediatric oncological patients and their mothers,



who were their main caregivers. In addition, further research was carried out on the type
of communication existing within these families regarding cancer, as well as the possible
relationships between the emotional state of mothers and children and the type of
communication. The results indicated remarkable differences between the emotions
experienced by mothers and children, as well as in emotions based on the ages of the
children. Mothers expressed emotions such as fear, sadness or anxiety, while children
expressed sadness (more frequent in older children) and pain, but also happiness,
associated in all cases, implicitly or explicitly, with the child's belief in maintaining a
positive thinking style to favor their healing. Significant positive correlations were
observed between mothers' sadness and older children's sadness, mothers' anxiety and
children's fear, and mothers' anxiety and children's mention of happiness.

Regarding the type of communication, differences have been found according to the age
of the patients: mothers tend to withhold information about the disease from younger
children and to provide direct information to older children. In general, children prefer to
communicate their worries to their parents; however, it has been found that children
whose mothers express anxiety are more likely to prefer to communicate with other
people.

The main objective of study 2 (Comprehension of cancer: Differences between pediatric
oncology patients and healthy children) examined the cognitions related to the illness and
their possible differences, both developmentally and in terms of their experience with
their illness, between two study groups including children suffering from cancer and
healthy children. Among the main results, differences in children's understanding of
cancer were associated with both age and experience with the illness. Regarding age,
older children (10 to 14 years) identified cancer more easily, had fewer misconceptions

about the causes of cancer, and provided more arguments about the disease than younger



children (6 to 9 years). In terms of their experience with the illness, it was observed that
children with cancer perceived the prognosis of the disease as less life-threatening and
gave it less severity than healthy children.

Finally, study 3 (Child-Centered Care in Pediatric Oncology: A Scoping Review and a
New Model to Support Child-Centered Communication about Cancer Treatment and
Prognosis) arose from the need to identify current communication protocols for pediatric
oncology patients at an international level. Hence, a systematic review of interventions
focused on communication with children and adolescents in cancer treatment was
conducted. The results of the review were disappointing as only one study out of the 685
reviewed partially met the defined inclusion criteria, as well as two ongoing studies, but
none were developed with children under 9-10 years of age.

In response to this absence of communication protocols with children, the basis for a
theoretical model that promotes and facilitates communication in the pediatric oncology
setting is proposed. This approach is in accordance with the knowledge provided by
current developmental psychology regarding the needs of children and adolescents, their
different emotional and cognitive competencies, and their own individual and family

characteristics.

Conclusions

The contributions of this doctoral thesis are relevant in the field of pediatric oncology for
two main reasons. Firstly, our empirical studies have allowed us to learn, through the
narratives of the participants themselves, about the emotional experiences of children
suffering from cancer and their mothers (study 1), as well as the understanding and
representation of this disease in both ill and healthy children (study 2). It is also worth

highlighting that there are very few previous studies in which pediatric oncology patients



themselves have been allowed to voice their experiences with the illness, as well as
limited comparative research on the understanding of cancer in healthy and ill children.
Secondly, through the information obtained in the two studies, it has been possible to
develop a communication model for pediatric oncology patients that integrates different
dimensions of socioemotional, cognitive and communicative development. Through this
model, a communication protocol is proposed for children and adolescents with cancer
whose objective is to favor their well-being and emotional security and, thus, a better
coping with the disease and treatment. This protocol is, at present, a theoretical proposal.
In this direction, the thesis concludes suggesting future lines of research with the aim of

improving the quality of life of the pediatric oncology patient.
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INTRODUCCION GENERAL

“No story lives unless someone wants to listen”

J. K. Rowling

PREFACIO

El cancer y la infancia son dos conceptos que todos querriamos que fueran incompatibles.
Si de un cuento infantil se tratara, el protagonista seria un nifio o nifia mientras que el
cancer seria el personaje antagoénico. No obstante, es una enfermedad muy comun a lo
largo de las distintas etapas evolutivas, incluyendo entre dichas etapas la infancia y la
adolescencia. Los hospitales de todo el mundo occidental, donde mas registro de casos
existen, necesitan ampliar cada cierto tiempo el numero de camas de las areas de onco-
hematologia pediatrica por el incremento de casos que se diagnostican (American Cancer
Society, 2022). A pesar de todos los recursos destinados en medicina tanto para
tratamientos médicos y farmacoldgicos como en investigacion para ampliar la ansiada
supervivencia de estos pacientes, el drea de la psicologia contintia en la retaguardia,
avanzando en sus protocolos, terapias e intentando llegar a todas las familias y pacientes
que lo necesitan. A pesar de dichos esfuerzos, el dafio psicolégico que provoca esta
enfermedad se puede observar no solo en el momento de diagndstico y tratamiento, sino
también a largo plazo, apareciendo sintomatologia y psicopatologia diversa y severa tanto
en los pacientes como en sus familiares (Institute of Medicine (US) Committee on Quality
of Health Care in America, 2001; Ljungman et al., 2014; McCarthy et al., 2016; Singer,

2018; Xie et al., 2017).
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La presente tesis doctoral se enmarca dentro de la linea de investigacion de la psicologia
evolutiva, permitiendo acercarnos a la enfermedad del cancer desde el area que mejor
comprende a nivel tedrico y practico a los nifios! y adolescentes. Respecto a la
metodologia implementada, se ha acudido a dos de los hospitales con més nimero de
casos y experiencia en onco-hematologia de Espafia (Hospital Universitario del Nifio
Jests y Hospital Universitario de La Paz). Se ha recuperado de algin modo uno de los
métodos de investigacion mas clasicos dentro del marco evolutivo, las entrevistas
semiestructuradas, de forma que se ha escuchado a los pacientes y sus padres en las
habitaciones del hospital, proporcionandoles un espacio seguro en el que pudieran hablar
de distintos temas incluidos en la entrevista, a lo largo de los cuales se han construido los
distintos estudios de esta tesis.

En primer lugar, en el estudio 1, recientemente publicado en Frontiers in Psychology
(Barrios et al., 2022?%) se ha estudiado el impacto emocional que provoca la experiencia
del cancer tanto en nifios como en sus madres (cuidadoras principales en la mayor parte
de los casos). Por otro lado, se ha preguntado directamente a los pacientes sobre los
factores que afectan de forma positiva y negativa a su estado animico durante las
hospitalizaciones, con el objetivo de poder afinar los tratamientos posteriores en base a
su experiencia y deseos. Por ultimo, se ha incluido un apartado relacionado con la
comunicacion, tanto por parte de las madres como por parte de los nifios, para saber cuél
es el grado de comunicacion y deseo de compartir aspectos relacionados con la
enfermedad tales como el diagndstico o severidad, analizando simultineamente las

posibles relaciones que existen con la edad evolutiva de los nifios.

! A partir de ahora se mencionara el término “nifio” o “nifios” para referirse a nifios y nifias.
2 Emotional Experience and Level of Communication in Oncological Children and Their Mothers: Hearing

Their Testimonies Through Interviews
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En segundo lugar, en el estudio 2, que se enviard préximamente para su publicacion en la
revista Journal for the Study of Education and Development (Barrios et al.?), se investigan
las cogniciones asociadas al concepto de céancer, severidad percibida y el pronostico
atribuido, en niflos sanos y enfermos. El objetivo principal es observar posibles
diferencias o similitudes en la comprension del cancer y realizar un estudio comparativo
en funcion tanto de la experiencia con la enfermedad como de la edad de los participantes.
En tercer y ultimo lugar, en el estudio 3, enviado para su publicacioén y en proceso de
revision en la revista Pediatrics (Barrios et al.*), el objetivo principal ha sido ahondar y
abordar de forma mas exhaustiva la comunicacion que se lleva a cabo con los nifios que
sufren cancer por parte de los adultos que los rodean, tanto sus familiares como el
personal médico. Para este estudio, se ha llevado a cabo una colaboracion con distintos
institutos de investigacion oncoldgica internacionales. Se ofrecen dos secciones
diferenciadas en este estudio: en primer lugar, se ha actualizado una revision sistematica
(Sisk et al., 2019) para analizar el estado actual de la investigacion en el area de la
comunicacion en oncologia pediatrica; en segundo lugar, se han creado las bases de un
protocolo de comunicacidon bajo un marco de supervision internacional y desde una
perspectiva evolutiva.

En definitiva, el objetivo tltimo de esta tesis doctoral es contribuir al area de la oncologia
con conocimiento fundamentado sobre cémo afecta el cancer a los pacientes pedidtricos

y sus familias en los aspectos emocional, cognitivo y comunicacional.

3 Comprehension of cancer: Differences between pediatric oncology patients and healthy children
4 Child-Centered Care in Pediatric Oncology: A Scoping Review and a New Model to Support Child-

Centered Communication about Cancer Treatment and Prognosis
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EL CANCER INFANTIL

A lo largo de la infancia y adolescencia existe un considerable numero de enfermedades
que pueden afectar de forma cronica, desde enfermedades que no conllevan una grave
afectacion a la calidad de vida del paciente hasta otras que pueden llegar a provocar un
grado elevado de dolencias y secuelas, incluyendo el riesgo de muerte. El cancer estaria
incluido en este ultimo grupo, ya que, a pesar del aumento de nimero de supervivientes,
tanto el tipo de diagnostico como el tratamiento requerido para superar esta enfermedad
implican un impacto muy severo en la vida de los nifios que lo sufren, asi como sus
familiares. Segtn el Instituto Nacional del Cancer en Estados Unidos (National Institutes
of Health [NIH], 2022), el cancer infantil se define como:
“Término que se usa para describir cdnceres que se presentan entre el nacimiento
y los 14 afios de edad. Estos canceres son muy raros y a veces se diferencian de
los canceres en adultos por la manera en que se forman y diseminan, asi como por
el modo en que se tratan y responden al tratamiento. Los tipos mas comunes de
canceres infantiles son la leucemia, los tumores de encéfalo y médula espinal, el
linfoma, el neuroblastoma, el tumor de Wilms (tipo de cancer de rifion), el
retinoblastoma y los canceres de hueso y tejido blando. También se llama cancer
en la nifiez” (NIH, 2022).
El término céncer suele asociarse a muerte, y es una enfermedad muy temida por la
poblacion general. Cada afio se estiman unos 400.000 diagnoésticos de cancer infantil en
el mundo en nifios y adolescentes de 0-19 afios de edad (Steliarova-Foucher et al., 2017;
Organizacién Mundial de la Salud [OMS], 2021). No obstante, las cifras de supervivencia
a 5 afos de diagnostico son de alrededor del 80% del nimero de casos diagnosticados en

paises con renta alta (Lam et al., 2019; OMS, 2021), y concretamente en Espafa, se
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encuentra una evolucion ascendente en la supervivencia de pacientes pediatricos
oncologicos en las tltimas décadas, asi como una disminucion del riesgo de muerte del
50% (Registro Espafiol de Tumores Infantiles [RETI-SEHOP], 2021).

Aunque las tasas de mortalidad por cancer en este grupo de edad han disminuido un 65%
desde 1970 hasta 2016, el cancer sigue siendo la principal causa de muerte por
enfermedad entre los nifios (NIH, 2022). Por otro lado, existe un cambio anual medio de
la tasa de incidencia del 1,1% que afecta a casi todos los tipos de tumores, por lo que las
cifras nos muestran dos tendencias: mas casos por afio, pero también mayor numero de
supervivientes (RETI-SEHOP, 2021).

Tras esta breve revision sobre las cifras de incidencia global y supervivencia en paises de
renta alta, es importante hacer un inciso respecto a la significativa variacion en la tasa de
supervivencia en paises de renta media-baja. En estos paises existe un nimero mucho
mas elevado de muertes prematuras en nifios y adolescentes pues tnicamente el 30% de
los casos diagnosticados sobreviven (Lam et al., 2019; OMS, 2021).

El cancer infantil, tanto para el paciente como para sus familiares, implica una experiencia
traumatica desde el primer momento de diagndstico. Los numerosos procedimientos
médicos (cirugias, quimioterapia, radioterapia, etc.) asi como las frecuentes
hospitalizaciones provocan un impacto emocional severo y numerosos problemas
psicologicos, especialmente durante la infancia y la adolescencia (Bayés, 1993;
Lewandowska, 2021; Méndez et al., 2004; Negre y Fortes, 2005). También es destacable
que hasta dos tercios de los supervivientes de céncer infantil son propensos a
experimentar al menos un efecto secundario, y quizd una cuarta parte de los
supervivientes experimente un efecto secundario que sea grave o ponga en peligro su vida

(Institute of Medicine (US) and National Research Council (US), 2003).
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Los efectos tardios més comunes del cancer infantil son los neurocognitivos y
psicologicos, los cardiopulmonares, los endocrinos (por ejemplo, los que afectan al
crecimiento y la fertilidad), los musculoesqueléticos y las segundas neoplasias. La
aparicion de efectos tardios depende de muchos factores, como la edad en el momento
del diagnostico y el tratamiento, la exposicion a quimioterapia y la radiacion utilizada
durante el tratamiento (dosis y partes del cuerpo expuestas), y la gravedad de la
enfermedad inicial (Institute of Medicine (US) and National Research Council (US),
2003). Esto provoca que, desde el ambito psicoldgico, a pesar de tener cada vez mas casos
de supervivientes, se requiera un mayor trabajo psicologico durante y después del
diagnostico y tratamiento.

Los nifios y adolescentes, debido a las caracteristicas evolutivas de estas etapas, son
especialmente vulnerables ante algunos de los efectos secundarios que tiene la
enfermedad, tales como la pérdida de cabello, situaciones de dolor fisico y angustia
emocional, asi como las dificultades en el desarrollo del autoconcepto y sus relaciones
con sus iguales o su familia (Jennings et al., 1988; Brand et al., 2017). De hecho, como
ya indicaba Oppenheim (1996), la salud tras la curacion no serd la misma salud que antes
de la enfermedad. Entre otras cosas, los nifios pueden sufrir tras la curacion debido a una
disminucién de los cuidados y atencion recibidos hasta entonces, lo que puede conllevar
cierta desorganizacion de los vinculos familiares y un riesgo para la propia autoestima
del paciente. De este modo, los nifios tendran que afrontar no solo los retos evolutivos a
los que se somete cualquier nifio de desarrollo tipico, sino también experimentar los

propios del proceso de la enfermedad y la curacion.
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ETAPAS DE DESARROLLO EVOLUTIVO: UNA MIRADA DESDE LA

PERSPECTIVA ONCOLOGICA

El desarrollo es un proceso complejo en el que intervienen multiples variables en distintos
niveles, desde el genético-bioldgico hasta el socio-cultural, que interactiian desde el inicio
de la vida y a lo largo de la biografia u ontogénesis del individuo. Como sefiala Delval
(1994, p. 11):
“A veces nos puede parecer que los nifios crecen como las plantas, que el paso del
tiempo y dos o tres ingredientes poco importantes bastan para que se vayan
haciendo adultos. Pero no es asi, sino que cada nifio/ a estd actuando
permanentemente para promover su desarrollo, y este sera mejor y mas armonioso
si encuentra en el medio los elementos necesarios para realizar su actividad.”
Ciertamente, el proceso ontogenético es algo muy distinto al mero “crecimiento” y, en
ese proceso, la enfermedad puede convertirse en uno de los factores mas determinantes
del curso de la vida de una persona, incidiendo en el desarrollo de su personalidad,
creencias, control emocional, o capacidades sociales y cognitivas. En el caso del cancer,
la experiencia de esta enfermedad durante la nifiez constituye un contexto potencial de
riesgo que, en funcion de la etapa de desarrollo en la que se encuentre el paciente, puede
dar lugar a la aparicion de dificultades en las diferentes areas evolutivas. La comprension
y el afrontamiento emocional de la enfermedad van a encontrarse muy ligados al nivel de
procesamiento causal y 16gico de la enfermedad, al grado de desarrollo socio-emocional,
asi como a otras variables biograficas y personales. En los siguientes apartados se ofrece
sucintamente una perspectiva de los principales retos y logros en distintas etapas de la

nifiez y las dificultades a las que se enfrentan los menores enfermos de cancer.
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Primera infancia

Hasta aproximadamente los 18 meses, los nifios experimentan el mundo en el aqui y
ahora, a través de sus sentidos y acciones. Su vida aiin no es imaginada ni pensada pues
carecen de las capacidades simbolicas y verbales necesarias para ello. Por tanto, las
experiencias intensas y prolongadas de dolor o malestar (por ejemplo, las nauseas) pueden
alterar el desarrollo sensoriomotor de los bebés (Victoria y Murphy, 2016). Desde el
nacimiento, los bebés sienten emociones basicas de bienestar y malestar asociadas a sus
necesidades primarias (hambre, suefo, frio, dolor, produciendo reacciones emocionales
detectables a nivel conductual, fisioldgico y cerebral) (Saarni et al., 2007; Thompson,
2015). A los 6 meses, los bebés pueden tomar cierto control sobre sus emociones
activando conductas tempranas de autorregulacion (por ejemplo, chupar el chupete), y
con la ayuda de las acciones de sus cuidadores (habla suave, caricias, balanceo) (Jahromi
et al., 2004). En cuanto al reconocimiento de las emociones en los demas, comienzan
detectandolas a través de la voz (tono, prosodia), pudiendo distinguir las emociones
faciales de alegria y tristeza (sobre los 5 meses) y detectando el miedo y la ira tanto en la
voz como en los gestos faciales (alrededor de los 9 meses) (Saarni et al., 2007).
Simultdneamente, a los 8-9 meses, tienen lugar dos eventos que ayudaran a los bebés a
estructurar y dar sentido a su mundo (Bremner et al., 2015; Piaget, 1954): la consecucion
parcial de la identidad y la permanencia de los objetos (la comprension de que los objetos
y las personas siguen existiendo incluso cuando estan fuera de la vista). Estas nuevas
habilidades adquiridas son fundamentales para la construccion de un sentimiento de
confianza, apego y seguridad en los adultos, lo que supondré la base de la seguridad en si
mismos (Brand et al., 2017). En este sentido, los nifios pequefios pueden verse afectados
negativamente por periodos de separacion de sus padres, sobre todo en las primeras etapas

de la infancia y nifiez, cuando ain no alcanzan a comprender las razones de dicha
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separacion. En un estudio previo realizado por Eiser (2004), se encontré que las
numerosas hospitalizaciones que sufren pacientes pediatricos pueden propiciar un
aumento de la desconfianza en los padres. Lejos de ofrecer un ambiente seguro y
enriquecedor, los niflos muy pequefios terminan viendo a las figuras adultas como
personas que les causan dolor y angustia.

Pese a sus limitaciones lingiiisticas y simbolicas, los bebés tienen recursos para
comunicar y expresar al adulto su estado emocional mediante el lenguaje no verbal
(sonrisa y otras expresiones faciales, llanto, reacciones motoras, etc.). A partir de los 9
meses se producen logros evolutivos importantes con el inicio de la comunicacion
intencional, el posterior desarrollo de la atencidon compartida (nifio-adulto-objeto)
(Karasik et al., 2011), y las primeras palabras (12-15 meses) apoyadas por gestos
referenciales (por ejemplo, senalar) que sirven para enriquecer la comunicaciéon y el
sentido de propdsito del nifio.

En el contexto oncolodgico, es importante que el lenguaje no verbal y la entonacion verbal
de los adultos se utilicen como instrumentos para ayudar a la regulacion emocional del
nifio. Dentro del campo de la oncologia pediatrica, para los padres suele ser
particularmente complicado acompafiar emocionalmente a nifios de estas edades ya que
no pueden explicarles lo que esta ocurriendo a sus hijos por la falta o escasez de desarrollo
verbal y cognitivo.

Por tanto, uno de los retos principales en este estadio evolutivo reside en como preparar
a los nifios pequefios y ayudarlos durante el proceso de la enfermedad, asegurando el
desarrollo de un sentimiento de confianza hacia los demas. En esta linea, se debe senalar
que, a lo largo de los ultimos decenios, y tras establecerse los Derechos de los Nifos

Hospitalizados (Convencion sobre los derechos del nifio [UN],1989), se insiste en la
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necesidad determinante y el derecho inalienable que tienen los nifios de pasar las

hospitalizaciones acompafiados de uno de sus progenitores.

Niiiez

Entre las caracteristicas evolutivas de este periodo, es importante remarcar algunas de
ellas que dificultan la adaptacion a la enfermedad. Por un lado, los nifios de 2-5 afios
carecen de la nocion de "proceso en el tiempo" (Droit-Vollet, 2011; McCormack, 2015),
es decir, no entienden que la enfermedad tarda en manifestarse, al igual que la cura de la
misma. Por otro lado, les resulta imposible entender la funcion del dolor, y suelen
confundirlo con la propia enfermedad (Esteve y Marquina-Aponte 2012; Kortesluoma y
Nikkonen, 2006). De esta forma, no pueden entender que los tratamientos dolorosos
forman parte del proceso de curacion, lo que genera mucha frustracién e impotencia tanto
a los nifios como a los familiares.

El desarrollo emocional estd muy ligado con la adquisicion del lenguaje: en torno a los 2-
3 aflos empiezan a aprender a nombrar algunas emociones, normalmente por este orden:
alegria, tristeza, ira, miedo, sorpresa, asco, aunque hasta los 6 afios pueden confundir
emociones negativas, como el miedo, la ira o el asco (Grosse et al., 2021; Widen y
Russell, 2008). Es fundamental que, a partir de este punto, aprendan a discriminar las
sensaciones y emociones vinculadas a su enfermedad (dolor, miedo al dolor, nauseas,
falta de apetito, irritabilidad, tristeza, desanimo) para poder comunicarlas (Son et al.,
2019). Posteriormente, habra un progreso en el vocabulario de las emociones, tanto en la
capacidad expresiva como compartiéndolas (Grosse et al., 2021). A partir de este
momento, seran importantes también las oportunidades que se ofrecen al nifio para hablar

de sus emociones o expresar sus sentimientos. Para ello suele resultar muy beneficioso el
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hecho de que los propios padres hablen de lo que sienten para servir de modelo incluso a
los nifios més pequefios (Son et al., 2019).

Uno de los hitos cruciales en este periodo evolutivo sera el desarrollo de un conjunto de
capacidades relacionadas entre si, que se enmarcan en lo que hoy se conoce como Teoria
de la Mente. Aproximadamente desde los 3-4 afios, los nifios irdn progresando en su
capacidad de adoptar las perspectivas de los demés y comprender que las personas pueden
diferir en sus pensamientos, sentimientos y creencias, y de este modo poder predecir e
interpretar la conducta ajena (Premack y Woodruff, 1978; Baron-Cohen et al., 1985). Este
hito evolutivo favorecera la comprension de muchos de los eventos dolorosos a los que
el nifio enfermo se ha de enfrentar.

Respecto a la evolucion del apego, desde el final del segundo afio de vida los nifios
desarrollan una creciente autonomia de las figuras de referencia y apego primario que, en
afios posteriores, permitira el establecimiento de las primeras relaciones de amistad. No
obstante, en todo el proceso de la enfermedad es de crucial importancia el entorno
familiar. Los periodos de separacion o el traslado a un entorno extrafio y no conocido para
recibir tratamiento médico pueden amenazar su seguridad emocional. Uno de los
principales objetivos es lograr un equilibrio entre la seguridad afectiva que proporcionan
las figuras de apego y la creciente necesidad de autonomia del nifio, que se desarrolla en
el contexto de las relaciones con los compafieros (dentro y fuera de la escuela) (Harter,
2007; Rubin et al., 2007).

Mas adelante, entre los 5-6 y los 12 afios comienzan a aparecer patrones de pensamiento
l6gico més elaborado que, entre otros logros (Piaget e Inhelder, 1966), se iran reflejando
en una creciente comprension del mundo biolégico como diferente del psicologico, y de
las relaciones causales y especificidades de cada ambito, aspectos centrales en la

comprension de la enfermedad. Sin embargo, estos avances suelen ir acompanados de
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miedos e incertidumbre, ya que un mayor conocimiento de su entorno implica también
mayor conciencia de los acontecimientos negativos que pueden ocurrir en ¢l (Brand et
al., 2017). Es comun que desde los 4-5 afios los nifios hayan escuchado la palabra ‘céancer’
con anterioridad, por lo que sera crucial poder hablar con ellos sobre sus ideas acerca de
la enfermedad y sus causas, para poder abordar con un estilo de comunicacion abierto
cualquier idea errénea que puedan tener (Brand et al., 2017). Por ejemplo, a los nifios en
edad escolar se les debe informar de que ningun comportamiento que hayan tenido ha
sido la causa de su enfermedad, evitando cualquier tipo de autoinculpacién por lo que
hayan hecho en el pasado.

Desde el punto de vista social, uno de los cambios mas importantes en este periodo de la
nifiez se refleja en el creciente interés por las amistades y el deseo de pertenencia, por lo
que las ausencias escolares por causa de la enfermedad tendran un impacto muy notable
en el nifio enfermo. Por otro lado, en esta etapa también se alcanzaran importantes logros
escolares, como el desarrollo de la lectura y la escritura. Por ello, si el tratamiento
oncolégico ha impedido la asistencia continuada al colegio serd crucial favorecer una
vuelta a su rutina previa a la enfermedad para promover su adaptacion positiva, tanto en

el entorno académico como social (Thompson et al., 2015).

Adolescencia

Dentro de esta etapa evolutiva de cambio y adversidad, una de las claves del desarrollo
sera el logro de la independencia del nucleo familiar, el desarrollo de un grupo social de
iguales que proporcione apoyo, y la reorganizacion de la identidad (Compas et al., 2012;
Collins y Steinberg, 2007). Para el adolescente enfermo, esta tarea es dificil pues debe
alcanzar un equilibrio entre su deseo de separarse y diferenciarse de su circulo familiar

(Grotevant y Cooper, 1985) y su obligada dependencia de los padres a lo largo del proceso
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de enfermedad y tratamiento (Stein et al., 2019). A pesar de esta dependencia
instrumental, es comin que durante la adolescencia disminuya la cercania y la
comunicacion entre padres y adolescentes. Esto puede llevar a un distanciamiento
emocional entre ellos y, como consecuencia, a que los adolescentes sean reacios a
compartir sus preocupaciones presentes y futuras con los padres (Collins y Steinberg,
2007). Por otro lado, aunque los iguales suelen ser una fuente de confianza y
afianzamiento de la identidad del adolescente, el cancer puede comprometer estas
relaciones y obstaculizar el desarrollo de su identidad (Hauser et al., 1993). Asi, puede
ocurrir que el adolescente enfermo evite comunicar sus vivencias no solo a sus familiares
sino también a sus iguales, con el fin de ofrecer una imagen deseable de fortaleza y
resistencia. En suma, como consecuencia de la enfermedad, el adolescente depende
forzosamente de sus padres, al tiempo que tiene mayor dificultad para participar en
actividades sociales de su vida cotidiana y afianzar sus lazos afectivos con los iguales.

Otra caracteristica de este periodo evolutivo es el desarrollo del razonamiento abstracto
y de un pensamiento existencial (Malti et al., 2014) que conducen a conceptos avanzados
de la enfermedad y la muerte, con consecuencias mixtas. Por un lado, estos conceptos
mas elaborados pueden favorecer su adaptacion al ingreso hospitalario, con menos
episodios de ansiedad y trastornos del suefio, y menos apatia y retraimiento que los nifios
mas pequeflos que tienen ideas falsas o rudimentarias sobre la enfermedad (Richardson
et al., 2017). Por otro lado, es comuin que los adolescentes presenten metacogniciones
(Kuhn, 2009; Moshman, 2011) y formas de pensamiento prospectivo que les susciten
pensamientos ‘oscuros’ relacionados con el miedo a la recurrencia o a la muerte. En suma,
se puede decir que, como consecuencia del desarrollo cognitivo, emocional y verbal, los
adolescentes son potencialmente mas capaces de comunicar detalles de la enfermedad,

incluyendo sus emociones o necesidades, asi como de comprender mejor el proceso de la
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enfermedad, en comparacion con los nifios mas pequefios. Sin embargo, pueden no querer
comunicarse y ocultar sus emociones, en detrimento de su propio bienestar psicologico.
En cuanto al &mbito académico, es importante destacar que el tratamiento oncologico
puede llegar a ser severamente disruptivo para su educacion y desarrollo, ya que muchos
se ven obligados a abandonar el colegio por las largas hospitalizaciones y, a pesar de
acudir al aula hospitalaria y tener derecho a continuar con sus estudios (Convencion sobre
los derechos del nifio [UN],1989), en muchas ocasiones sufren retrasos en sus examenes
o incluso se ven obligados a repetir cuando llegan a cursos mas avanzados que requieren
mas horas de estudio (Collins y Steinberg, 2007).

Otra de las dificultades principales a las que se enfrentan es a los cambios en su aspecto
fisico, ya que esto les afectara mucho mas que en etapas evolutivas anteriores y, como es
sabido, define una parte fundamental de la identidad adolescente (Craven y Marsh, 2008).
Algunos cambios seran temporales (por ejemplo, la caida de pelo), otros serdn cambios
con duracidn a largo plazo (por ejemplo, algunos nifios en tratamiento con radiacioén por
diagnosticos relacionados con el Sistema Nervioso Central tienen retrasos en el
crecimiento) y, por ultimo, otros cambios seran definitivos (por ejemplo, pacientes que
sufren amputaciones por miembros afectados). Estos cambios, por tanto, pueden suponer
un contexto de riesgo para el desarrollo de su identidad personal y sexual, e intimidad

(Fan y Eiser, 2012).

EL PAPEL DE LA EDUCACION EN EL DESARROLLO EVOLUTIVO DE LOS

PACIENTES DE ONCOLOGIA PEDIATRICA

El colegio y la educacion formal es una variable fundamental en el desarrollo a lo largo

de la infancia y la adolescencia, y en un contexto de riesgo como supone sufrir una
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enfermedad cronica como el céncer, tiene ciertas particularidades en la vida de los
pacientes que lo sufren.

Los nifios que asisten a escuela infantil experimentan diariamente separaciones de sus
padres que, como es sabido, ocasionan a menudo episodios de ansiedad por la separacion.
Aunque la mayoria de nifios terminan adaptandose a las nuevas circunstancias del entorno
escolar, para los que padecen céncer y estan sometidos a tratamientos y hospitalizaciones
ocasionales, suelen aparecer emociones como ansiedad o sentimientos de percibirse
diferentes a los demas (Marcus, 2012).

Durante la etapa de escuela infantil e inicio de la primaria empezardn a emerger
obstaculos en su relacion con iguales y riesgos en el desarrollo social, debidos a la
reduccion del tiempo y regularidad de contacto con sus compafieros (Desjardins et al.,
2020; Noll et al., 1991; Thompson et al., 2015). También presentaran dificultades en el
mantenimiento de sus actividades diarias normativas (Alizadeh Zarei et al., 2017; Spirito
et al., 1991), lo que tiende a incrementar el sentimiento de soledad y asilamiento. Otra
particularidad que suele provocar dificultades en su desarrollo es la apariencia fisica. Por
ejemplo, la caida del pelo es comun en los tratamientos oncoldgicos y, en ocasiones, los
menores que sufren estos efectos sufren un deterioro de su percepcion de imagen corporal,
asi como aislamiento social, sobre todo en la adolescencia, como se ha indicado
(Sadruddin y Hameed-Ur-Rehman, 2013)

Los Derechos de los Nifios Hospitalizados (Convencién de las Naciones Unidas sobre los
Derechos del Nifio,1989), asi como las politicas que hoy en dia tienen los hospitales para
defender los mismos, favorecen que los nifios vuelvan al colegio en cuanto sea posible,
pero muchos experimentan numerosas dificultades con la vuelta al entorno escolar (Efe
et al., 2022; McLoon et al., 2013). No obstante, pese a todas las medidas que impulsan la

integracion escolar de los nifios con cancer, incluyendo la aparicion de aulas hospitalarias,
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estos siguen sufriendo mas ausencias escolares que el resto de nifios sanos, asi como nifios
con enfermedades o condiciones cronicas (Eiser y Vance, 2002; Charlton et al., 1991;
French et al., 2013). Estas ausencias escolares también tendran un efecto negativo en el
desarrollo cognitivo y en los logros académicos de los nifios, sintiéndose los pacientes
por detrds de sus compafieros en cuanto al nivel escolar (Tsimicalis et al., 2018),
especialmente en los casos de tumores del sistema nervioso central (Koch et al., 2004).
Es fundamental que el profesorado tenga formacion acerca de cémo abordar la
integracion de nifios con cancer y con otras enfermedades cronicas para asi poder facilitar
su regreso al centro de forma satisfactoria y poco aversiva para ellos (Eiser, 2004). Por
otro lado, una de las maneras mas eficaces para poder compensar las dificultades de la
integracion escolar, es la existencia de un consenso y comunicacion directa entre los
pacientes (nifios o adolescentes), los padres, el profesorado y el personal médico (Harris,
2009). Lamentablemente, estas propuestas de coordinacion entre familia, escuela y

personal sanitario estan lejos de cumplirse en la mayoria de los casos.

COMPRENSION DEL CANCER DURANTE LA INFANCIA Y ADOLESCENCIA

La experiencia del cancer esta condicionada no solo por los cambios fisicos y las
dificultades sociales que enfrentan los pacientes, sino también por la evolucion del
conocimiento y la comprension de la propia enfermedad. Se debe destacar que el deterioro
cognitivo puede ser uno de los efectos tardios mas debilitantes entre los nifios cuyo cancer
(o su tratamiento) afecta al sistema nervioso central. Estos nifios y adolescentes pueden
experimentar problemas de aprendizaje, de comportamiento y adaptacion social y, a largo

plazo, dificultades profesionales en la vida adulta (NIH, 2022). Ademas, los tumores que
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afectan al sistema nervioso central son los mas comunes entre los diagndsticos de cancer
infantil (NIH, 2022), y esto debera tenerse en cuenta a la hora de estudiar y abordar la
comprension de la enfermedad en muestras de nifios que sufren cancer.
Existen numerosos autores que han estudiado la relacion entre el desarrollo cognitivo de
los nifios y su comprension de las causas y aspectos bioldgicos de la enfermedad (Bares
y Gelman, 2008; Del Barrio, 1990; Hergenrather y Rabinowitz, 1991; Kalish, 1999;
Koopman et al., 2004; Sigelman et al., 2022; Solomon y Cassimatis, 1999; Slaughter et
al., 1999; Taplin et al.,, 1999). En lineas generales, podemos dividir los principales
estudios en torno a dos ejes explicativos: por un lado, aquellos que buscan relaciones
entre la comprension de la enfermedad y el nivel de desarrollo cognitivo (y razonamiento
causal); por otro lado, estudios que relacionan la comprension con la experiencia de la
enfermedad. Como veremos, estos supuestos no son necesariamente incompatibles y
pueden observarse interesantes interacciones entre experiencia, nivel de desarrollo y
comprension de la enfermedad.
Dentro de los estudios del primer grupo, encontramos a distintos autores que han
propuesto posibles relaciones entre el desarrollo del razonamiento causal y el desarrollo
de los conceptos de enfermedad (Bares y Gelman, 2008; Bibace y Walsh, 1980; Del
Barrio, 1990; Kister y Patterson, 1980; Koopman et al., 2004; Redpath y Rogers, 1984;
Sigelman et al., 2022; Slaughter et al., 1999). Entre estos, el trabajo de Bibace y Walsh
(1980) ha sido un referente en la investigacion posterior sobre el desarrollo de la
comprension de la enfermedad. Los autores organizan la descripcion de sus resultados
en torno a tres estadios sucesivos, directamente vinculados con el desarrollo del
pensamiento logico y causal.

— El primer estadio (nivel preoperatorio, hasta los 6 afios de edad) corresponde a

respuestas de los nifios que no contemplan ninguna relacion causal antecedente-
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enfermedad (e.g., “porque si”), o que atribuyen una misma causa para distintas
enfermedades (por ejemplo, “te pones malo por salir sin abrigo™).

— En el segundo estadio (nivel de operaciones concretas, entre 7y 11 afios de edad),
empiezan a discernir entre elementos del entorno y procesos internos relacionados
con el organismo (por ejemplo, “te pones malo porque el frio llega a tu cuerpo y
entra dentro de €1”"). Los nifios comprenden que la causa de la enfermedad puede
estar fuera del organismo a pesar de que la enfermedad ocurra en el interior del
cuerpo. Esta nocion de internalizacion da lugar a las explicaciones basadas en el
contagio o la contaminacion.

— El tercer estadio (nivel de operaciones formales o logico-formal, a partir de 12
afios de edad) aparecen ideas mas complejas y organizadas, como el concepto de
virus, y explicaciones fisioldgicas relacionadas con la enfermedad (por ejemplo,
“los virus son organismos que entran en tu cuerpo y te hacen enfermar”). Aparece
el concepto de enfermedad mental -y no sélo fisica- asi como la atribuciéon de
variables psicologicas a la propia enfermedad (“estar enfermo te hace estar
triste”).

Numerosos autores han replicado y ampliado el trabajo de Bibace y Walsh (1980). En
Espana, una investigadora notable por sus estudios sobre la comprension de la
enfermedad ha sido Cristina del Barrio (1990). Realiz6 una amplia investigacion con una
muestra de 100 nifios entre 4 y 13 afos, profundizando en aspectos tales como la
representacion de la enfermedad (definicidon, conocimiento de distintas enfermedades,
distincion entre sintomas y enfermedad, criterios utilizados para distinguir enfermedades
y percepcion de gravedad) asi como las explicaciones causales de los nifios tanto sobre el
origen como sobre el desarrollo de la enfermedad. Sus resultados, junto con los de varios

autores que han realizado tanto estudios empiricos como revisiones (Enesco, 2009; Stein
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et al.,, 2019; Tutelman y Healthcote, 2020), confluyen en las siguientes conclusiones.
Primero, la atribucion causal fisica (por haberse golpeado, por ejemplo) se produce con
anterioridad a la atribucion causal biologica, lo que parece apoyar el supuesto de que es
necesario alcanzar cierto dominio de pensamiento logico (operaciones concretas) para
poder inferir relaciones causales y proporcionar explicaciones pertinentes de la
enfermedad y no meramente anecdoticas. Segundo, ciertas habilidades cognitivas que
aparecen con el pensamiento formal, como la flexibilidad cognitiva, la conceptualizacion
de la idea de futuro y la capacidad de crear hipdtesis causales alternativas, se relacionan
con una comprension de la enfermedad como fendmeno complejo multicausal. Estas
habilidades promueven la aparicion de dos formas de comprension de la enfermedad: en
primer lugar, la relacion entre causa y respuesta del organismo; en segundo lugar, la
diferenciacion entre un evento puntual y un proceso a lo largo del tiempo (Del Barrio,
1990; Enesco, 2009; Perrin y Gerrity, 1981).

Una segunda linea o eje de investigacion, busca relacionar la comprension de la
enfermedad con el hecho de haber tenido, o no, experiencia con esa condicion. En este
caso, el supuesto de partida es que dicha experiencia determina el nivel de comprension
y atribucion causal de la enfermedad (Burbach y Peterson, 1986; Eiser, 1989; Hunter y
Smith, 2008; Kalish, 1996; Longbottom y Slaughter, 2018; Siegal, 1988; Siegal et al.,
1990). Estos autores encuentran que, incluso nifios de temprana edad, presentan ideas
sobre contagio, contaminacion o incluso la muerte de forma mucho maés precoz a otros
nifios que no han pasado por la misma experiencia con la enfermedad. Por tanto, desde
esta perspectiva, la experiencia determinaria la aparicion de ideas y explicaciones mas

complejas de forma prematura.
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Investigacion comparativa con niiios que sufren enfermedad cronica y nifios sanos

Dentro de los distintos estudios que comparan la comprension de la enfermedad en nifios
sanos y enfermos, se encuentran tres tendencias generales de resultados. Por un lado,
aquellos que no observan diferencias significativas entre las ideas y comprension de la
enfermedad de nifios enfermos y nifios sanos (Hansdottir y Malcarne, 1998; Susman et
al., 1987). Por otro lado, aquellos que encuentran un mayor nivel de elaboracion de las
ideas de enfermedad en nifios enfermos, atribuyendo esta superioridad a la propia
experiencia personal (Crisp et al., 1996; Hunter y Smith, 2008; Lima et al., 2017;
Mclntosh et al., 2013; Stein et al., 2019; Redpath y Rogers, 1984). Por tiltimo y no menos
importante, otros estudios han encontrado que los nifios enfermos tienen un peor nivel de
comprension y razonamiento sobre la enfermedad que los nifios sanos, atribuyéndolo a
un empeoramiento cognitivo o menor nivel de desarrollo cognitivo como consecuencia
directa de la experiencia con la enfermedad (por ejemplo, la privacion de acudir al
colegio, aislamiento social, etc.) (Brewster, 1982; Harris y Lipian, 1989; Lipian, 1985;
Myers-Vando et al., 1979). Cabe destacar que, pese a la relevancia de esta temdtica y la
interesante produccion que gener6 entre los afos 1980-2000, la investigacion actual sobre

estos temas es decepcionantemente muy escasa.

Investigacion con nifios que sufren enfermedad cronica

Como hemos visto, los aspectos conceptuales de la enfermedad pueden diferir en funcion
de la edad, la experiencia o el tipo de cancer que padece el paciente, ademas de otras
posibles variables menos estudiadas. En una linea de investigacion diferente a las
anteriormente mencionadas, algunos autores han estudiado si los nifios que sufren alguna
enfermedad crénica y comprenden razonablemente bien su condicion (e.g., causas de su

enfermedad, necesidad del tratamiento especifico, etc.) afrontan mejor las distintas fases
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del proceso. En general, los resultados confirman esta prediccion, de manera que los nifios
que tienen ideas mas elaboradas sobre su enfermedad se adaptan mejor al ingreso
hospitalario, presentan menores niveles de ansiedad, asi como menos trastornos del suefio
o nivel de apatia en las fases subsiguientes (Carson et al., 1992; McDowell, 1996). Otra
linea de investigacion se ha centrado en buscar posibles relaciones entre la gravedad de
la enfermedad que padece el menor y el nivel de elaboracion de sus ideas acerca de la
misma. También en este caso, los resultados parecen confirmar que los nifios que sufren
enfermedades mas graves (que no impliquen merma de sus capacidades cognitivas)
elaboran conceptos algo més complejos que aquellos cuya condicion es menos seria
(Adduci et al., 2012; McQuaid et al., 2002). Aunque esto parece contradecir algunos
hallazgos antes comentados, los autores explican que los nifios enfermos de gravedad
suelen recibir mas informacion, sobre todo por la necesidad de tener que involucrarlos en
su tratamiento, lo que les permite elaborar conceptualmente la enfermedad de forma mas
compleja. Por otro lado, estos autores encuentran también que un mayor nivel conceptual
de la enfermedad se asocia a una mejor adaptacion psicologica durante todo el proceso
(Adduci et al., 2012; McQuaid et al., 2002).

Las representaciones de la enfermedad que tienen los nifios se vinculan también con sus
experiencias en la familia. Asi, la comunicacion con el hijo enfermo y la cantidad de
informacion que se le proporciona suelen depender de la capacidad de comprension que
le atribuyen al menor, lo que en ocasiones puede llevar a errores, sobreestimando o
subestimando el nivel real del nifio (Brand et al., 2017; Rubovits y Wolynn, 1999). Pero
también existe vinculacion entre el nivel de comprension de la enfermedad por parte de
las madres, y el grado de adaptabilidad de estrategias de afrontamiento de los nifios

(McDowell, 1996). Asi, se observa una relacion multidireccional entre las ideas de los
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nifios enfermos, las ideas de sus padres y las atribuciones que hacen de la capacidad del

menor, y el nivel de adaptacion psicologica que presentan unos y otros.

IMPACTO EMOCIONAL DEL CANCER PEDIATRICO EN PACIENTES Y

FAMILIAS

El cancer produce un impacto emocional indudable tanto en el enfermo como en los
familiares. La dindmica de la familia debe cambiar para poder afrontar este nuevo reto al
que se enfrentan y esto es un hecho que caracteriza y diferencia al cancer infantil del
cancer en adultos. El nifio, como parte de la familia, debe ser cuidado por sus figuras de
referencia, y requerira un afrontamiento familiar holistico en el que todos los miembros
se veran afectados. A continuacion, se resumird el impacto emocional que tiene la

enfermedad del cancer tanto en los nifios que los sufren, como en sus padres y hermanos.

Pacientes

Los nifios con cancer experimentan emociones y procesos de afrontamiento muy diversos
a lo largo de las diferentes fases de la enfermedad. El impacto emocional del cancer no
estd relacionado solamente con el afrontamiento de la nueva identidad de enfermo,

sino también con los sintomas fisicos y psicoldgicos que padecen los pacientes a lo largo
del curso propio del cancer.

En un estudio realizado por Collins et al. (2000) para evaluar los sintomas de pacientes
pediatricos oncologicos, se observo que los nifios a partir de 7 afios mencionaban, entre
los aspectos de la enfermedad que les producen estrés, sintomas fisicos como el dolor, las

nauseas y la falta de apetito, mientras que los adolescentes también referian como
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estresantes sintomas psicologicos, como la irritabilidad, tristeza, sentimientos de
vulnerabilidad o desanimo. Con un objetivo similar, Hedstrom et al. (2003) investigaron
el malestar fisico y emocional sufrido por nifios y adolescentes con cancer desde los 3
afios de edad, y encontraron resultados similares a los descritos por Collins et al. (2000).
Dentro de la dimension fisica, practicamente todos los nifios mencionaron el dolor
resultante de los procedimientos diagnosticos y de los tratamientos, aunque solo los
mayores de 12 afios nombraron, ademas del dolor, otros sintomas relacionados con el
malestar fisico, como las nduseas y el abatimiento. Es posible que esta diferencia se deba
a la dificultad de los pequefios para identificar y nombrar esas emociones
(confundiéndolas con otras), y no a la ausencia de este tipo de malestar. En la dimension
emocional, también encontraron interesantes diferencias evolutivas. Los nifios pequefos
(de 3 a 7 afios) mencionaron sobre todo el malestar relacionado con el confinamiento y
aislamiento, los escolares (entre 8 y 12 afios) empezaron a expresar su preocupacion por
la muerte, y los mayores (desde los 13 afios) refirieron mas afectacion por el cambio de
aspecto fisico. Sin duda, considerando los resultados de los trabajos antes comentados, el
que los adolescentes mencionaran menos la muerte no significa una falta de conciencia
de tal amenaza. Posiblemente, dada la importancia del aspecto fisico para el adolescente,
sus respuestas se centraron en lo que experimentaban en ese momento como fuente de su
mayor malestar. De hecho, varios estudios basados en informes de los padres y
autoinformes, indican que los nifios y adolescentes con diagnostico oncoldgico
desarrollan numerosos sintomas de angustia, estrés, tristeza, preocupacion, enfado,
depresion, miedo e incluso negacion de la propia enfermedad (Ljungman et al., 2014;
McCarthy et al., 2016; Singer, 2018; Xie et al., 2017). Por otro lado, no es infrecuente
que desarrollen Trastorno de Estrés Postraumatico tanto en la nifiez y adolescencia, como

posteriormente en la edad adulta. De acuerdo con datos recientes, la prevalencia de dicho
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trastorno en adultos jovenes supervivientes de cancer infantil oscila entre el 6,2 y el 22%
(Tremolada et al., 2016), por lo que se considera necesario cuidar la salud mental de los
pacientes pedidtricos durante el resto de su vida. No obstante, la capacidad de adaptacion
global a las circunstancias que rodean a la enfermedad de los pacientes oncoldgicos
pediatricos es notoria, y algunos estudios recientes revelan que no presentan mas
problemas psicolégicos que los nifios sanos (Bragado-Alvarez, 2009; Wechsler et al.,
2022).

Sobre el afrontamiento de la muerte en nifios y adolescentes ha habido investigacion muy
interesante estableciendo relaciones entre los aspectos cognitivos y emocionales de esta
experiencia. Por un lado, se sabe que los nifios de 5-6 afios empiezan a desarrollar ciertos
conceptos complejos relacionados con la muerte, como la no funcionalidad, su
inevitabilidad, irreversibilidad y causalidad, alcanzando una plena comprension de estas
dimensiones sobre los 10 afos (Kenyon, 2001; Slaughter, 2005). Esto implica que su
conciencia de la severidad de la muerte surge relativamente pronto. Por otro lado, al ser
muy elevados los casos de supervivencia de la enfermedad, los nifios suelen convertirse
en usuarios habituales e incluso de por vida del sistema médico, por las numerosas
revisiones a las que tienen que acudir. Por tanto, no es raro que los pacientes pediatricos
presenten niveles muy elevados de miedo a la recaida y a la muerte desde temprana edad
(Tutelman y Heathcote, 2020), y que fluctien entre dos estados de realidad: esperando
una cura o contemplando la muerte (De Graves y Aranda, 2008). Los resultados de estas
investigaciones nos advierten de la importancia de reconocer la incertidumbre que sufren
los pacientes pediatricos durante el proceso de enfermedad y la necesidad de
proporcionarles el apoyo psicoldgico necesario (De Graves y Aranda, 2008; Tutelman y
Heathcote, 2020). Para facilitar el ajuste psicologico de los pacientes oncoldgicos

pediatricos, es fundamental potenciar el apoyo que reciben los nifios por parte de sus
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padres, asi como del personal sanitario. Este apoyo es un factor de proteccion
fundamental, y puede llegar a amortiguar el impacto emocional, facilitando el desarrollo

de estrategias de afrontamiento mas resilientes (Bragado-Alvarez, 2010).

Padres

El cancer de un nifio afecta a sus padres de una forma muy notable en todos los ambitos
de su vida. El diagndstico del hijo les privard de golpe de toda sensacion de seguridad,
introducird incertidumbre, miedo, ansiedad, y desestabilizara su vida de forma repentina
(Isabel Tan et al., 2021). Ante ello, los padres deben movilizar toda la estructura familiar,
siendo ellos las figuras de referencia y responsabilidad de sus hijos, y deben reestructurar
las dindmicas familiares de forma que se ajusten a las visitas cotidianas al hospital y a las
frecuentes hospitalizaciones (Isabel Tan et al., 2021). Esta situacion implica para ellos
una carga emocional enorme que conduce, con frecuencia, a que desarrollen numerosos
problemas psicologicos, sociales y somaticos. Entre ellos, encontramos una mayor
prevalencia de episodios de angustia, ansiedad, depresion y estrés postraumatico en
comparacion con grupos control de poblacién no oncolédgica (Van Warmerdam et al.,
2019), asi como pensamientos negativos recurrentes, dificultades sociales y problemas
somaticos como el insomnio (Lewandowska, 2021; Isabel Tan et al., 2021). Las recaidas
de la enfermedad, comunes en oncologia pediatrica, también afectan al bienestar
psicologico de los padres; un estudio reciente revela como los padres de pacientes en
recidiva presentan un empeoramiento del ajuste psicoldgico (Wechsler et al., 2021). Todo
esto afecta, como es logico, el clima familiar y la propia vivencia del menor enfermo
quien puede llegar a sentirse responsable del dolor de sus padres y, en consecuencia,

afiadir mas carga a su estado emocional.
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En Espafia existen diversas asociaciones y fundaciones que brindan apoyo emocional o
socioecondmico, entre otros tipos de ayudas. Destacan, por ejemplo, la fundacion
ALADINA, ASION, AECC, o CAICO. Todas ellas suelen trabajar desde los hospitales
principales en los que hay mayor nimero de casos de oncologia pedidtrica, y cuentan con
equipos multidisciplinares para poder ofrecer diferentes servicios a las familias que lo
soliciten. Es una forma de apoyo independiente al Sistema Nacional de Salud, pero
totalmente imprescindible para ayudar a las familias en un momento vital de tanto cambio

y estrés.

Hermanos

Los hermanos de los nifios con cancer son los eternos olvidados. Con mucha frecuencia
se sienten desplazados e ignorados por el circulo familiar, ya que la dindmica de la familia
debe cambiar para poder cuidar de forma extraordinaria al hermano enfermo. Esto
provoca una situacion de riesgo para los hermanos del enfermo, que estara mediada por
distintas variables tales como la edad (los més pequefios tienen mas dificultades
entendiendo la enfermedad y las necesidades del enfermo), la gravedad de la enfermedad
del hermano (en casos severos, la desestructuracion familiar puede ser mayor), la
presencia de problemas psicosociales con anterioridad a la enfermedad, la falta de
recursos econdémicos de la familia (menos posibilidades de atender a los hermanos del
enfermo, ofrecerles actividades de ocio fuera del hogar, etc.) y, sobre todo, la presencia o
no de apoyo social por parte de personas o grupos fuera de la familia (Eiser, 2004).

En los casos en los que los pacientes oncoldgicos no consiguen superar la enfermedad,
las consecuencias que sufren sus hermanos son muy duras y limitantes en algunos casos.
Estos nifios tienen mayor riesgo de presentar niveles bajos de autoestima y madurez

personal, asi como dificultades en el suefio, aunque sus niveles de ansiedad y depresion
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son similares a los que muestran los hermanos de pacientes que si consiguen superar la
enfermedad (Eilegard et al., 2013). También es destacable que, a largo plazo, los nifios
cuyos hermanos han muerto por la enfermedad, muestran niveles de ansiedad mas
elevados cuando no han tenido oportunidades de hablar con sus padres sobre la
enfermedad y tras la muerte del hermano, o cuando ellos mismos han evitado hablar de
ello (Wallin et al., 2016).

En todo caso, sigue existiendo controversia sobre los efectos psicologicos que presentan
a largo plazo los hermanos de nifios supervivientes de cancer. Por un lado, algunos
encuentran resultados mas positivos en cuanto a la recuperacion y buen ajuste psicologico
de los hermanos (Buchbinder et al., 2011; Van Dongen-Melman et al., 1995); mientras
que otros siguen detectando niveles de estrés postraumatico elevados (Alderfer et al.,
2003).

En lo que los autores coinciden es en las dificultades que presentan los hermanos de nifios
que sufren cancer durante y después de la enfermedad, y la atencion especial que estos
nifios requieren para no sentirse desplazados ni olvidados (Barrera et al., 2004; Houtzager

et al., 2005; Murray, 2000).

“INFORMAR O NO INFORMAR: ESA EN LA CUESTION”; COMUNICACION
DE LA ENFERMEDAD ENTRE PERSONAL MEDICO, PACIENTES

PEDIATRICOS Y SUS FAMILIARES

En las ultimas décadas, ha habido cambios profundos en las practicas y concepciones
sobre como abordar la comunicacion con los nifios que sufren cancer, especificamente si

informarles o no de su enfermedad, tratamiento y prondstico. Debemos recordar que,
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aproximadamente los afios 1970, el porcentaje de supervivientes de esta enfermedad era
tan bajo que el término cancer era sindonimo de una sentencia de muerte (Sisk et al., 2016;
Stein et al., 2019). No es raro, por tanto, que la decision comun fuera no informar al nifio,
con el propdsito de protegerlo de la angustia de una temprana muerte. Desde entonces no
solo han mejorado sustancialmente los tratamientos y la esperanza de vida, sino que han
cambiado las creencias acerca de las necesidades y expectativas del nifio enfermo, y su
derecho a saber. A continuacion, describimos brevemente estos cambios historicos,

siguiendo la revision de Sisk et al. (2016).

Entre las primeras investigaciones sobre comunicacion con nifios enfermos, en los afios
1960, la mayoria de autores sostenia cuatro argumentos principales para defender la
opcion de no informar, desde una perspectiva proteccionista (Sisk et al., 2016): una
posible inexactitud del diagnéstico/prondstico; el hecho de que la verdad podria ser
perjudicial para la estabilidad emocional de los nifios; la creencia de que los nifios
enfermos no quieren informacién o que reprimen la conciencia de su enfermedad para
hacer frente a la ansiedad; y por ultimo, que la consecuencia de revelar la enfermedad
puede suponer una alteracion en la estructura familiar (Agranoff y Mauer, 1965; Blom,
1958; Lourie et al., 1961; Morrissey, 1963; Richmond y Waisman, 1955). Mas tarde,
entre finales de 1960 y los afios de 1980, con la mejora de los tratamientos médicos y el
aumento de la esperanza de vida tras un diagndstico de cancer, dio comienzo una nueva
etapa con tendencia creciente a la comunicacion con los nifios con cancer, que se defendia
a través de cuatro argumentos principales (Sisk et al., 2016): los nifios en estas
circunstancias ya saben que estan enfermos o incluso en estado terminal; se requiere un
gran esfuerzo para fingir o mentir por parte de los padres y el personal médico, obligados
a mantener una fachada que suele “desmoronarse”; el silencio y la ausencia de preguntas

de los ninos suele ser el resultado de la desconfianza del menor al vivir en un ambiente
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de mutismo y omisiones; y en relacion con lo anterior, un entorno de comunicacion
honesto y seguro ofrece el apoyo que necesitan los nifios en estado terminal (Friedman et
al., 1963; Green, 1967; Karon y Vernick, 1968; Vernick y Karon, 1965). En este periodo,
se producia a la vez un cambio en la vision del nifio, que paséd de considerarse un receptor
pasivo sin capacidad de participar ni entender las acciones a tomar, a un agente activo
capaz de tener cierto grado de comprension de la situacidon que vive, y cuyas

preocupaciones y estados de animos deben ser atendidos (Bluebond-Langner, 1978).

Estas investigaciones pioneras en la comunicacion con el nifio enfermo dieron pie a la
creacion de la Carta Europea de Derechos de los Nifios Hospitalizados, que fue aprobada
en 1989 (Convencion de las Naciones Unidas sobre los Derechos del Nifio,1989). En ella,
encontramos explicitamente el derecho de informacion, formulado como: “Derecho del
nifio a ser informado en funcién de su edad, su desarrollo mental, su estado afectivo y
psicologico, de los diagnosticos y las practicas terapéuticas a las que se somete”

(Convencion de las Naciones Unidas sobre los Derechos del Nifo,1989).

Este movimiento a favor de un estilo mas abierto de comunicacién con los nifios que
sufren cancer ha persistido hasta nuestros dias. Sin embargo, el problema a la hora de
informar al nifio no se relaciona solo con su capacidad para asimilar las dolorosas
consecuencias de sufrir cancer, sino que suelen ser los propios adultos, padres y médicos,
quienes no toleran decirselo (Bearison, 1991). Y es que, a pesar del aumento de las cifras
de supervivientes de cancer infantil, a esta dificil ecuacion de la comunicacion se le suman
la incertidumbre no sélo del diagndstico, sino también del prondstico (Stein et al., 2019).
Existe una creciente apreciacion de la verdadera complejidad que supone la comunicacion
del prondstico a nifios enfermos, por lo que se esta reconsiderando en las investigaciones

actuales el como y el cudndo seria apropiado comunicar los detalles del pronostico

39



(Feraco et al., 2018; Lin et al., 2020; Sisk et al., 2016; Stein et al., 2019). En los casos de
oncologia pediatrica, hoy en dia estas acciones no suelen contemplarse de forma
dicotomica (comunicar 0 no comunicar) sino que se recomienda tener en cuenta

numerosas variables individuales de cada nifio y su familia. Entre ellas cabe destacar (Sisk

etal., 2016):

— Considerar las necesidades individuales y especificas de cada nifio: asegurarse de
su deseo o necesidad de tener informacion sobre su enfermedad, y preguntarle
sobre sus inquietudes -en ocasiones sin que estén los padres delante- asegurandole
que puede preguntar todas las cuestiones que necesite.

— La edad evolutiva del nifio, es decir, su nivel de desarrollo, asi como el tipo de
experiencia que ha tenido hasta el momento con la enfermedad.

— Conocer las senales y estilo de comunicacion del nifio: preferencias de
comunicacion directa, uso de lenguaje no verbal, si desea que se le comunique a
través del personal médico o sus padres, etc.

— Considerar las caracteristicas de la familia: sus creencias culturales, el estilo de
comunicacion y toma de decisiones, el deseo o no de comunicar el diagndstico

por parte de los padres, etc.

Estos y otros aspectos relacionados con la comunicaciéon con nifios que sufren un
diagnostico oncoldgico se desarrollaran extensamente en el capitulo 3 de la presente tesis.
Es notable destacar que, en el &mbito de la comunicacion con pacientes adultos, en Espaia
ha habido iniciativas y propuestas interesantes que se podrian incorporar en oncologia
pediatrica. Por ejemplo, la valoracion de los deseos de informacién de los pacientes de
forma individualizada (Navarro-Jiménez et al., 2022) o poner el foco no solo en la

importancia de como proporcionar malas noticias sino también micro-malas noticias
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(comentarios diarios sobre la enfermedad que pueden afectar negativamente a su estado

de animo) (Cruzado et al., 2010).
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ESTUDIO 1. EMOTIONAL EXPERIENCE AND TYPE OF COMMUNICATION

“A mother’s love for her child is like nothing
else in the world. It knows no law, no pity. It
dares all things and crushes down
remorselessly all that stands in its path”

Agatha Christie

ABSTRACT

The emotional experience and the type of communication about cancer within the family
are important factors for successful coping with pediatric oncology. The main purpose is
to study mother’s and children’s emotional experiences concerning cancer, whether they
communicate openly about the disease, and relationships between the type of
communication and the different emotions expressed by the children. Fifty-two cancer-
patients aged 6 to 14 years and their mothers were interviewed in separate sessions about
the two central themes of the study: emotional experiences and type of communication.
Analyses of response categories were performed to subsequently compare the age groups
and the mother-child responses. According to the results, mothers expressed emotions
such as fear, sadness, or anxiety, while children report sadness, pain, but also happiness.
Significant positive correlations were observed between mothers' sadness and older
children's sadness, mothers' anxiety and children's fear, and mothers’ anxiety and
children’s happiness. Regarding communication type, mothers tend to hide information
about the disease from younger children and to provide direct information to the older
children. Children usually prefer to communicate their concerns to parents; however,

children whose mothers convey anxiety are more likely to prefer to communicate with
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others. These results support the idea that parents should talk honestly with their children,
explaining their illness in an age-appropriate way, and encouraging them to share their
emotional experiences. Further studies are needed from a developmental perspective to

understand the disease management of children and families.

INTRODUCTION

The incidence of cancer during childhood has grown in the past decade across the world
and, nowadays, is the first cause of death by disease among children in Western countries.
Although most of the oncological children survive cancer (five-year cancer survival
exceeds 80% of the diagnosed (Erdmann et al., 2021), the illness process entails long
treatments and painful procedures with high levels of stress and psychological discomfort
(Vacik et al., 2001). Apart from the impact the disease has on the organization of family
life and on school adjustment, one important source of stress for sick children is the
uncertainty about their condition, particularly when they lack any understanding of their
illness and people around them do not talk about it. However, omitting information about
what is really happening to the children does not protect them from anxiety and distress
(Bearison & Granowetter, 2012); on the contrary, maintaining the children in a supposed
condition of “ignorance” can lead them to elaborate (or confirm) false ideas about what
caused the disease and to what extent some of their past behaviors triggered it (Eiser &
Havermans, 1992; Enesco, 2009). Cognitions and emotions of the child with cancer
remain little known to professionals and also to many parents. The main objective of this
study is to deepen the knowledge of the emotional experiences of cancer from the

perspective of both the oncological children and their mothers. We also explore the degree
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and quality of family communication since the child’s cancer diagnosis and during the
process of illness.

Most pediatric oncologists are aware that, at the time of diagnosis, the family may react
with a variety of emotions, ranging from disbelief or denial, to anger or despair. Then,
during the disease treatment period, that can last from months to years, the family faces
unexpected and tough challenges in their daily routines, while dealing with uncertainty
and fear of the child’s death (Compas et al., 2012). In such distressful conditions, some
family members may suffer helplessness and depression, requiring psychosocial support
to protect them from dysfunction, and to help the child face and manage the treatment
process (Brand et al., 2017; Hammer et al., 2015; Pai et al., 2007; Sloper, 2000; Steele et
al., 2015). Indeed, the child’s quality of life during the disease depends to a great extent
on the way family cope with the psychological burden that comes with illness and
treatment.

Regarding the children with cancer, there are few studies about their actual experiences,
feelings and cognitions. Most of the information about these issues come from their
parents, via questionnaires or structured interviews in which they are asked to answer
how they think their child is dealing with the disease, or in other terms, how they interpret
their child’s behaviors. Some of these studies find that, irrespective of their
developmental stage, most children and adolescents have great difficulties to cope with
the stressful experiences associated with cancer, showing symptoms of anxiety and or
depression (Brand et al., 2017; Kupst & Patenaude, 2016). Compas et al. (2014) analyzed
the reports of mothers and fathers about their children’s coping strategies together with
measures of children’s emotional distress, and they found some interesting results:
anxiety was positively related with disengagement coping strategies (avoidance or denial)

whereas negatively related with coping strategies (acceptance and cognitive reappraisal).
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Anxiety has also been found to relate with a perception of low control over the illness.
Moreover, self-esteem is the aspect of identity that suffers most from the disease, and in
general, children and adolescents with cancer have to re-adjust their self-perception while
coping with the pressure of maintaining a proper school functioning and social
competence (Stam et al., 2001).

Other studies have found developmental differences regarding the impact of cancer
throughout childhood and adolescence. During childhood and school age (6-10 years),
the disruption on school and daily activities can foster a sense of inferiority in the child
and, in some cases, feelings of guilt or shame. On the cognitive side, children with cancer
may show a better reasoning about cancer and a deeper understanding of death, in addition
to more technical information (e.g., side effects of treatments). However, as they become
aware of their unfair condition disrupting their normal live, they are likely to develop
aversion to the medicine procedures (Brand et al., 2017). Later in adolescence, they may
find it harder to cope with their disease as they become increasingly aware of the
implications of cancer and the risk of death. Older children cancer patients have a growing
desire to develop their own identity beyond cancer and to have a normal and independent
life, but they realize that it could be chimerical. Furthermore, maintaining their social
relationships can be difficult, making them feel incompetent, frustrated, self-excluded and
lonely (Barlow & Ellard, 2006; Morgan et al., 2010). Despite this, adolescents can
improve their sense of efficacy and resilience if they are given the opportunity to
participate in the processes of decision-making (e.g., outpatient or inpatient treatment)
based on honest and truthful information (Phipps, 2007; Rosenberg et al., 2014; Stuber et
al., 1996).

In the flow of information, from doctors to parents to the child, it is common for parents

to reinforce the opinion that, before adolescence, children are not able to understand their
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condition; therefore, parents may tend to downplay the importance of what children say
and their need to know, with the well-intentioned purpose of protecting them from the
harsh reality (Sartain et al., 2000). However, recent studies show that even with young
children, giving them age-appropriate but honest information and taking their opinions
into account for some decisions fosters their trust in doctors and their commitment to
treatment (Thompson & Young-Saleme, 2015). Studies with cancer survivors of
childhood cancer reveal that many of them would have preferred to be given honest
information including details on the side effects of the illness (Gianinazzi et al., 2014).
However, although most children have the desire to know and understand (Bearison,
1991, Enesco, 2009), it is also known that, at all ages, there are individual differences in
tolerance to negative information, capability of understanding (Eiser, 1990), and the
desire to participate in the decisions (Brand et al., 2017). Some patients may need to adopt
a disengagement coping strategy (Compas et al., 2014) for a period of time, and parents
should seek a balance between respect for the child and appropriate follow-up treatment.
Therefore, it is necessary to take into account all these variables to decide how and when
parents should give that information to their children (Stein et al., 2019).

There has been little research that considers children’s narratives as representative of their
experiences with the illness. This may be due to the traditional view of children as passive
beings during the illness process (Gibson et al., 2010), but also to the cost of doing
qualitative research based on interviews that requires a large investment of time in the
collection and analysis of data. Despite this, there is no better way to know what children
feel and think than to talk and to listen to them (Bearison, 1991). And the same is true for
parents: a narrative about their experience will give us more and richer information than

their answers to a questionnaire (Sartain et al., 2000).
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In Spain, one of the few studies that addressed children’s conceptions and understanding
of cancer, using a qualitative methodology, was Dominguez-Ferri (Ed. Enesco (2009)).
She implemented a semi-structured interview to explore the conceptions that healthy and
oncological children (6- to 14-year-olds) had about cancer. She found that children’s
comprehension of cancer was associated with age, irrespective of the ill-health state. In
particular, in both groups the false beliefs around the causes of cancer were more likely
to appear among children under 9 than in later ages. The ill-health state had little effect
on most of the conceptual issues (e.g., those related to causes), except for the prognosis.
Whereas many of the healthy participants aged 10 to 14 perceived cancer as an extreme
severe disease and mentioned the risk of death, virtually none of the sick participants said
that the prognosis of cancer could be fatal. Certainly, these findings reveal the intricate
relationships between cognition and emotion. Unfortunately, the Dominguez-Ferri’s
study includes little information about the emotional side, that is, about what children
expressed regarding the emotions during the illness process and treatment.

The purpose of this study is to enhance knowledge of the emotional aspects of the
experience of cancer during childhood from the perspective of both the ill child and the
mother. We want to disclose how the family coped emotionally with the illness at the
time of diagnosis and how the mothers, in particular, explained to the child his or her
disease. We explore different relations between the mothers’ and children’s emotional
coping with cancer and the type of communication in the family. We also investigate the
relations between the emotions conveyed by the mother and the children preference or
not to share their feelings with their mother. All these objectives are approached from a

developmental perspective, comparing the two age groups.
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METHOD

Design

Our research design is a qualitative descriptive study based on semi structured interviews,
with a cross-sectional temporal design. The participants (oncological children and their
mothers) were chosen by convenience sampling. The type of data obtained allowed for
problem-driven content analysis and inductive reasoning approach (Krippendorff, 2013;
Patton, 2015). The resulting categories subsequently allowed for quantitative and

comparative analyses between groups (see below Data coding and analysis).

Participants

The participants were oncological patients from two hospitals of Madrid specialized in
childhood cancer treatment (Nifio Jesus and La Paz Hospitals). A total number of 52
oncological children were selected, aged from 6 to 14 years, as well as their 52 mothers.
The decision to interview the mothers was for convenience since, in most cases, it was
the mothers who accompanied the child for treatment or revision. Moreover, all the
mothers participating in the present research were the primary caregivers at home.

All the children met the inclusion criteria of not suffering any serious cognitive or
physical side effects of either treatment or surgeries. The medical staff of each hospital
actively helped in the selection of the sample, since they knew the individual conditions
of the children. We interviewed children who had been diagnosed at least three months
ago, excluding those who had just received their diagnosis. According to the medical
staff, newly diagnosed children may not yet have assimilated their situation, or may even
be unaware of it, while those diagnosed three or more months earlier already have

experience with the illness process and treatment.
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The study was approved by the Ethical Review Board at both hospitals, and it was
conducted in accordance with the Declaration of Helsinki regarding research ethics
(WMA, 2013). The mothers gave a written consent to be interviewed themselves and their
children, and verbal consent was obtained from the children. All participants were
informed that they could withdraw the interview at any time if they wished. During the
interview, the researcher was very attentive to any negative emotional reaction from the
participant, reminding, if necessary, their right to stop the interview. Only one mother,
who requested to be present during her son's interview, asked to interrupt the interview
when it came to talk about the prognosis of the character’s disease (see procedure). As

this participant did not complete the interview, he was not included into the final sample.

Procedure

We implemented two semi-structured interviews with open-ended questions aimed at
understanding both the child’s and the mothers’ subjective experiences with cancer (see
table 1.1 for a description of the interviews).

The child’s interview was partially based on the long interview developed by Dominguez
Ferri (2009), including additional questions about the emotions linked to the experience
at the hospital and at home, their need, or not, to communicate with the family or others,
and talk about it, etc. A pilot study allowed testing and adapting the questions particularly
with the younger children. The child’s interview began with a brief story illustrating the
hospital stay of a group of children. One of them, the main character (a sick child in the
hospital), goes through different medical procedures and other daily situations at the
hospital. This starting point made the conversation with the child much easier: in all cases,

the children began by talking about the character and ended up talking about themselves.
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This way of approaching the disease has been shown to be more sensitive and respectful
of the sick children than asking them directly about their health status (Enesco, 2009).
The mothers’ interview assessed specific aspects about their emotional reaction to the
illness at the time of initial diagnosis, the degree and quality of communication with the
child regarding his or her disease (e.g., unveiling or not the real diagnosis), and
experiences during treatment.

To confirm the information given by the medical staff about the child’s disease (type of
cancer, type and duration of the treatment, time under hospitalization), the mothers were
first presented with a brief questionnaire about all these aspects.

The interviews were conducted by the first author in a quiet room at the hospital, and they
were audio-recorded for the subsequent verbatim transcription. The interviewer was
experienced in communicating with cancer patients since she had volunteered for
psychological care of children with cancer. The length of the children’s interviews varied
considerably depending on the participant’s age, with an average length of 10 minutes (8
to 16 min. range). The mothers’ interviews lasted an average length of 20 minutes (12 to

40 min. range).
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The interviews with mother and child

Table 1.1

Main questions of the semi-structured interviews with mothers and children.

Target group

General questions
(Specific probe questions are not included here)

Mothers

Children

1. When did you know that your son/ daughter was ill? (The
central questions of this interview were raised after asking the
mother: when did she learn that her son/daughter had the
disease, who told her, and who was present at the time)

2. Which were the main emotions you felt at that moment?
And since then, how have you been experiencing your
son/daughter’s illness? (We encourage the mother to express
all the emotions she remembered feeling...).

3. How did it affect family? (This very general question seeks
to delve into the emotional experiences of the mother in the
family context, in case she had not been able to express them
before. It also gives rise to the following question on
communication with the sick child)

4. Did you tell your son/ daughter that he/ she was ill? Why
(Yes or not)? (To find out if the information given to the child
was forthright, nuanced, distorted, or simply hidden, and the
reasons for such a decision).

After having shown the pictures to the participant and asked
about what happened in the scenes (ldentification of the
illness, severity, attribution of causes, etc.), the interview
addressed the feelings and emotions of the character:

1. How do you think he (The character) feels at the hospital?
(We encourage the children to express all the emotions
attributed to the character, as well as any reference to their
own situation and feelings).

2. What do you think makes him feel worse? Try to figure out
all the things that can make him feel bad...

3. What do you think he could do to feel better? What could
others do to make him feel better? Try to figure out all the
things that can make him feel good...

4. Do you think he would like to communicate with someone
about his feelings? Why (Yes or no)? If yes: To whom? Who
do you think he would like to talk to? Anyone else? (The child
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is invited to express any need or desire to talk to others about
their condition and feelings. In an indirect way, we encourage
them to think of specific people with whom they would like
to communicate.)

Data coding and analysis

According to the nature of the data collected, a problem-driven content analysis and
inductive reasoning was performed (Krippendorff, 2013; Patton, 2015). This analysis
allows for the identification of units of meaning in the participant’s responses throughout
the interview. As reported in Anguera et al. (2018), “narratives are an excellent vehicle
for studying everyday life”, and integrating quantitative and qualitative data we can obtain
a more complex and complete methodological framework.

The coding process followed different phases. Firstly, all the interviews were literally
transcribed. Secondly, we established high-level categories (Patton, 2015) which
correspond to the broad concepts or topics addressed in the interview: emotional
experience and communication of the illness to the child (see Table 1.2). Thirdly, through
a careful interpretative process of the participants’ responses, we defined a set of lower-
level categories (Ledn & Montero, 2015) (e.g., 1.1 Fear, 1.2 Anger or Rage, etc. within
the “1. Emotions™ higher category. See Table 1.2). Establishing high-level and low-level
categories of the narratives, provides order and hierarchy among the answers of the
participants facilitating the posterior analysis. Fourthly, the answers given by the
participants were coded within the different hierarchical categories. This allows the
frequencies of specific interview topics to be quantified so that comparisons and

correlations can be made with other measurement techniques (Kvale, 2008).
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In order to ensure a rigorous coding process, we created a coding dictionary that included
a precise definition of each high- and low-level category with examples illustrating types
of responses. This ensured multiple perspectives on the data, as suggested by Corbin and
Strauss (2008), to increase creativity in the analysis while also decreasing personal bias.
An inter-judge assessment was carried out by two independent coders, expert in content
analyses (the first two authors of the paper), reaching an agreement in 90% of the coding
among the different categories. In cases of doubt or disagreement, discussions were held
between the two authors to solve them and reach a conceptual-based consensus on the
coding.

For analyses purposes, we divided the sample into two age groups: 6- to 9 years of age
(young children, from now on); 10- to 14 years of age (older children, from now on). This
decision was taken considering that previous studies have shown that, from the age of
about 10, cognitions about illness and health processes become more articulated and
realistic (Bibace & Walsh, 1983; Enesco, 2009; Potter & Roberts, 1984).

We present the results around the two general axes of the interview: the emotional
experiences of children and mothers, and the type of communication in the family
regarding the child’s illness. All analyses were performed using SPSS version 27.0.

For the emotional experiences, we begin by presenting a descriptive analysis of the
prevalence (%) of the emotions conveyed by mothers and children. Second, to check for
possible differences in the emotions mentioned by the different groups (mothers, younger
and older children), we perform Pearson's Chi-square tests. Third, to explore possible
relationships between the emotions reported by mothers and those reported by their own
children, we use McNemar’s tests. Finally, we present descriptive analyses of the

(positive and negative) experiences children reported having during hospitalization.
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Regarding mother-child communication, we first present a descriptive analysis of the

degree of information given to the child (straight, nuanced or hidden information).

Second, to assess possible relations between degree of information and the child’s age,

we use Pearson's Chi-square test. Third, to explore any relationship between degree of

information given by the mother to the child and his or her emotions related to the illness

experience, we use McNemar's test. We also analyze children’s responses to the question

about people to whom they would like to communicate their experiences. By McNemar’s

tests, we perform different analyses relating these responses to those provided by mothers

regarding their own emotions.

Table 1.2

Coding categories of the semi-structured interviews to the family and the children

Sample group

Higher-level categories

Lower-level categories

A) Mothers

Emotions

Communication of the illness to
the child

B) Oncological children Emotions

group

1.1 Fear

1.2 Anger

1.3 Sadness

1.4 Frustration/ Impotence

1.5 Anxiety

1.6 Guilt

2.1 Forthright information

2.2 Nuanced/distorted
information

2.3 No information at all

1.1 Fear

1.2 Anger

1.3 Sadness
1.5 Pain

1.6 Boredom
1.7 Loneliness
1.8 Happiness
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Factors related to negative 2.1 Physical effects (pain,
emotions during hospitalization queasiness, hair loss)

2.2 Absence of family

2.3 Not attending school

2.4 Lack of social relationships

2.5 Negative thoughts

2.6 Hospital environment

2.7 No answer

Activities that improve the 3.1 Playing games
emotional state 3.2 Family visits
3.3 Social relationships
3.4 Be able to adapt to the hospital
environment
3.5 Attending the hospital school
Communication  about  their 4.1 Yes: need to communicate
feelings 4.1.1 Family members
4.1.2 Friends
4.1.3 Medical staff
4.1.4 Psychologists
4.1.5 Other oncological
children
4.2 No need to communicate

Note. All the emotions mentioned by mothers and children have been listed. As can be
seen, mothers and children only coincided in three of these emotions: Fear, Anger,

Sadness

RESULTS

Emotions in mothers and children

Before describing the results of this section, it should be remembered that the questions
about emotions were different for mothers and children. The mothers were requested to
talk about their own emotions and feelings at the moment of diagnosis and during the
child’s illness process. The children were asked to talk about the emotions they attributed
to the character (the sick child in the hospital). During the interview, however, the

children often referred to their own experience and continued to talk about it. In any case,

58



ESTUDIO 1. EMOTIONAL EXPERIENCE AND TYPE OF COMMUNICATION

the analyses were performed on all the child's responses around emotions, whether
attributed to the character or to himself or herself.

Table 1.3 shows the prevalence of the emotional experience of both mothers and children.
As can be seen, the emotions most often mentioned by the mothers were fear and sadness,
followed by impotence, anxiety and anger. Only three mothers also mentioned the feeling
of guilt, related to past decisions (not having anticipated that the child was showing
symptoms of sickness) or to her own mood or the way of coping with her child’s illness.
On the other hand, among the children, the emotion of sadness was the most frequently
named (virtually all 10—14-year-olds and two-thirds of the 6-9-year-olds referred to feel
sadness). Other negative emotions named by children were boredom, pain and anger.
Several children of both age groups mentioned the emotion of happiness when describing
the feelings while staying at the hospital (see below for further details on this).
Secondly, with regard to differences by age group, younger children more commonly
mentioned emotions such as physical pain and boredom (37.5% the younger children and
around 30% the older children), while older children reported greater sadness (96.4%)
than younger children (66.7%) and mentioned the emotions of anger slightly more
(28.6%) than did the youngers (16.7%). Three children referred to loneliness (one from
the younger group and two from the older group) and only two young children mentioned
the emotion of shame related to the fact of being bald or hair loss. However, none of the
above-mentioned emotions differed significantly between younger and older children
(Chi-square tests, p > .05), except sadness: older children were more likely to mention it

than younger ones (Chi-square test, x> (1, N = 52) = 7.998, p <.005).
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Table 1.3

Emotions mentioned by mothers and children (6-9 years and 10-14 years) during cancer

experience
i Moth
Children Children Children = Mothers others Mothers
10-14 10-14
6-9 years years Total 6-9 years years Total
=24 =52 =24 =52
n % n % n % n % n % n %
Fear 1 42 6 214 7 13,5 14 583 14 50,0 28 53,8
Anger /4 167 8 286 12 231 8 333 5 179 13 250
Rage
Sadness 16 66,7 27 964 43 827 9 37,5 14 50,0 23 442

Frustration /

8 33,3 11 393 19 36,5
Impotence
Anxiety 8 333 9 32,1 17 32,7
Guilt 1 42 2 71 3 58
Happiness 14 58,3 15 53,6 29 558
Pain 9 37,5 8 28,6 17 327
Boredom 9 375 9 32,1 18 34,6
Loneliness 1 42 2 7,1 3 5,8
Shame 2 83 O 00 2 38

Note. The total number of answers might be superior to the number of participants as

children and mothers could mention different sub-categories.

Comparing now the emotions reported by mothers and children (table 1.3), we can see
that fear, impotence and anxiety were mentioned almost exclusively by mothers: out of
52 mothers, 28 referred to fear, 19 to impotence and 17 to anxiety; none of the children
mentioned impotence or anxiety, and only six children (5 of them 10- to 14-year-olds)
referred to fear. Instead, both mothers and children alluded to sadness in not negligible
proportions. A McNemar test analysis comparing the mother group with the two age
groups (younger and older children) revealed two significant relations between emotions
reported by mothers and children. On one hand, children whose mothers mentioned the

emotion of sadness were more likely to report this emotion, but this was significant only
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for the group of older children (McNemar test, p = .001). On the other hand, children

whose mothers reported anxiety were more likely to report fear (McNemar test, p =.041).

The emotion of happiness

Intriguingly, an emotion often cited by children, never by mothers, was happiness. Thus,
58.3% of the younger children and 53.6% of the older children attributed some kind of
joy or happiness (estar contento, alegre, in Spanish) to the character, during his stay in
the hospital, with no significant differences between age groups in this category (Chi-
square tests, p > .05). Although this attribution seems very disconcerting, the explanations
given by children provided a way to make sense of it. For example, a child aged 9 said
“he feels happy because they are helping him and he will be better”. A child aged 12 years
explained: “you have to be happy because you have no other choice, you will not live-in
bitterness, I mean, you can’t stay in the hospital and also be worried, I think he is happy,
positive, having fun with the other friends, with his roommate”. Another child aged 14
said: “I think he is happy but at the same time he is a little sad. A little sad because he
knows his situation and happy because he has to think positive and so he will recover”.
This type of justification was indeed more frequent among the older children than the
younger children, but overall, it indicates that they are talking about joy or happiness as
a form of positive thinking that would be necessary for healing, or at least increasing well-
being during hospitalization. Because of the unexpectedness of this finding, we examined
whether there were any relationships between the children reporting the emotion of
happiness and their mothers’ reported emotions. We found only one significant positive

relation between happiness (children), and anxiety (mothers) (McNemar test, p = .036).
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What makes the mood worse or better during hospitalization?

The interview included questions about factors that could worsen or improve the patient’s
mood during treatment or and hospitalization. Tables 1.4 and 1.5 show the response
categories for factors related with negative and with positive experiences, respectively.
For the factors related to negative experiences, two were frequently mentioned by the
participants of both age groups: the physical sensations and effects of the treatment (pain,
queasiness or hair loss, 50% and 37% of younger and older children, respectively), and
inactivity or the hospital environment itself (42% and 43% of younger and older children,
respectively) (e.g., “the things they do to him in the hospital really hurt”; “he feels pretty
bad because he is bald”, “having to be in the hospital doing nothing, and not being able
to leave the hospital”.). The absence of family (18% vs. 8% of younger) and not attending
the school (18% vs. 4% younger) were mentioned mainly by the older children as well as
the lack of social relationships (37% vs. 8% of younger children) with significant
differences between ages only in this latter (Chi square test, ¥2 (1, N = 52) =5.548; p <
.05). But the most acute difference between age groups was the reference to negative
thoughts about the illness. Nearly half of the 10- to 14-year-olds (43%), but none of the
younger children, talked about having negative thoughts related to fear of a worsening of
the disease. For example, a 12-year-old child said: “maybe you think... and you're afraid
they won't tell you when you're going to leave the hospital”’; and another 14-year-old child

said: “scared to think that you are not going to be healed”.
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Table 1.4

Factors related with negative emotions during hospitalization

Children Children Children Total

6-9 years 10-14 years (N=52)

(n=24) (n=28)

n % n % n %
Absence of family 2 8.3 5 17.9 7 13.5
Not attending school 1 4.2 5 17.9 6 11.5
Lack of social 2 8.3 10 35.7 12 23.1
relationships
Negative thoughts 12 429 12 23.1
Inactivity/ hospital 10 41.7 14 50.0 24 423
environment

Note. The total number of answers might be superior to the number of participants as

children and mothers could mention different sub-categories.

For the factors related to positive experiences during hospitalization that could improve

the child’s emotional state (Table 1.5), the two most common answers were playing

games with other children (58 and 71%, younger & older) and visits of family or friends

to the hospital (33% and 39%, younger & older). Nevertheless, none of the above-

mentioned factors differed significantly between younger and older children (Chi-square

tests, p > .05).

Table 1.5

Activities reported by children related with emotional wellbeing during hospitalization

Children Children Children Total

6-9 years 10-14 years (N=52)

(n=24) (n=28)

n % n % n %
Playing games 14 58.3 20 71.4 34 65.4
Visits 8 333 11 393 19 36.5
Social relationships at the 4 16.7 5 17.9 9 17.3

hospital
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Adaptation to the hospital 2 7.1 2 3.8
environment

Attend to the hospital 3 10.7 3 5.8
school
Note. The total number of answers might be superior to the number of participants as

children and mothers could mention different sub-categories.

Communication in the family

Regarding the communication and information given to the child, as seen on the table 1.6,
the mothers’ responses were grouped into three exclusive categories: direct honest
information; nuanced or distorted information; and no information at all. The direct
information category included testimonies such as “we explained her all the information
about her disease, and as soon as she had questions or doubts, we answered her”; “we
never hid the truth... that he had a cancer”, or “we told him the diagnosis and later, we
talked about the treatment and the surgery”. The nuanced or distorted information
category included testimonies such as “I told him that he had bronchitis, because he is
young and he couldn’t understand what cancer is” or “we don’t talk about cancer, she
knows that she has cancer but not really what it is, we use to take away the importance of
it”. Some mothers said that they partially explained the diagnosis but not the medical
procedure in order to preserve the child from fear and anxiety. Finally, in the no
information category the mothers’ testimonies were clear-cut they asserted to have
omitted all information from the child, both the real diagnosis and the medical procedures
to come. In its pure form, this last category was infrequent since most testimonies referred
to having given the child a distorted or nuanced information about his or her symptoms
and treatment. (A total silence about the disease is, indeed, quite improbable to occur

when it concerns cancer.) Therefore, we have merged the two last categories (nuanced or

distorted and no information) into one category for analyses purposes.
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Table 1.6

Communication of illness from mothers to children depending on age group

Children 6-9 years Children 10-14 years  Children Total

(1=24) (n1=28) (N=52)

n % n % n %
N Hi
Nuanced or Hidden ¢ 62.5 5 17.8 20 38.4
information
Forthright
; OTHITIEn 9 375 23 82.1 32 61.5
information

The results showed that most of the older children (82.1%) had received forthright and
truthful information about their illness, while only some of the younger children (37%)
received truthful information, with significant differences between ages in this regard
(Chi square test, y2 (1, N=152)=47.763; p <.001).

We explored if the degree of information given to the child was related to any of the
emotions reported by him or her (see table 1.1) and found only one relation with the
child’s emotion of fear: children who had received truthful information were significantly
less likely to mention fear (McNemar tests, p =.011). However, it is worth noting that the
total number of children who reported fear was very small.

When the children were asked whether they would feel the need to talk to others about
their illness, virtually all said yes. It is important to note that this need was expressed also
by children whose families had not given them honest information about their illness.
Regarding the question of who they would like to talk to, most of them reported their
preference to communicate with parents and close relatives (family members, 54% and
79%, younger and older children), followed by friends (33% and 36%, younger and older
children), and medical staff (21% and 39%, younger and older children) (table 1.7).
Remarkably, the psychologists were mentioned almost exclusively by the older children

(54%).
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Table 1.7

People to whom children prefer to communicate their emotional state

Children Children Children Total

6-9 years 10-14 years (N=52)

(n=24) (n=28)

n % n % n %
Family members 13 54.2 22 78.6 35 67.3
Friends 8 333 10 35.7 18 34.6
Medical staff 5 20.8 11 393 16 30.8
Psychologists 2 8.3 15 53.6 17 32.7
Other oncological 5 20.8 3 10.7 8 15.4

children

Note. The total number of answers might be superior to the number of participants as

children and mothers could mention different sub-categories

We explored if children willingness to communicate with parents was related to any of
the emotions reported by their mothers. We found that mothers reporting (or not) anxiety
about the child’s illness was related to children’s preferences for communication. In
particular, children whose mothers expressed anxiety were more willing to communicate
their own emotions to other people rather than to the family; correlatively, children whose

mothers did not express anxiety were more willing to communicate with parents

(McNemar test p =.003).
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DISCUSSION

The present study explored two main aspects related to the experience of cancer in
oncological children and their mothers: their own emotions related to the disease and the
communication in the family regarding the child’s illness. We explored several
relationships between these two aspects comparing the two age groups on the different
topics assessed.

Mothers and children reported a variety of emotions related to the experience of cancer,
three of which were common to both groups (sadness, anger and fear) but in different
proportions. More than half of the mothers talked about fear as the most prevalent emotion
at the time of diagnosis and thereafter, while only very few children (6 out of 52)
explicitly mentioned fear of events related to the course of the disease, such as pain or
uncertainty about healing. A previous study with oncological and healthy children
(Enesco, 2009) showed a notable difference between these two groups in their prognosis
of cancer disease: the ill children had a rather optimistic view of the course of the disease,
and they rarely mentioned death, while the healthy children had a fairly pessimistic
perspective about the outcome of the disease, often mentioning the risk of death
(particularly, the older children). Our findings are quite in line with those of Dominguez-
Ferri (Ed Enesco, 2009), suggesting that oncological children tend to "avoid" as much as
possible a negative perspective on their situation. However, it does not imply their fears
have disappeared. In fact, as the interview progressed and children were asked about what
could cause a negative mood during hospitalization, around half of the older participants
(although none of the younger ones) elaborated on their dark thoughts about the threat of

not being healed.
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The results on the emotion of sadness are consistent with the above idea. Both mothers
and children talked about sadness, but particularly the older children, who (all but one)
described sadness as the core emotion of the cancer experience. Past research has shown
that as children get older, they develop more elaborate and complex ideas about health
and illness (Carey, 1985; Inagaki & Hatano, 2006; Myant y Williams, 2005; Zhu, Liu &
Tardig, 2009). Among older children with cancer, this improvement in understanding is
paralleled by greater awareness and concern about their own condition, its severity and
prognosis. Thus, it is possible that the high prevalence of sadness together with the
negative thoughts mentioned by the older children may reflect an acute concern about the
prognosis and, as a consequence, some kind of depressive mood. Intriguingly, however,
neither the mothers nor the children used the term “depression” at any time. We may
wonder whether, when mothers and children speak of sadness, they could also be referring
to some form of depression. In other words, "sadness" might be a colloquial way of
referring to depression, or a euphemism that circumvents the more serious term of
depression. On the other hand, the unexpected emotion of “happiness”, mentioned by
more than half of all children, gives us some important clues about the emotional
processing and coping strategies of oncological children. It has been observed that, in
general, families perceive the severity of the disease more intensely and realistically (or
pessimistically) than their children, who are more prone to express some positive
expectations (Davison et al., 1992). As we pointed out when describing this result, the
children may be talking about happiness as a positive attitude that favors curing. This
brings us to a viewpoint with increasing prevalence in the literature since the late 1990s:
the role of positive thinking in healing. According to some authors, there is a high moral
and psychological pressure on several cancer patients to practice positive thinking about

their disease (De Reave, 1997), and although this pressure can encourage hope and the
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search for “supportive relationships” (O’Baugh et al., 2008), it can also have aversive
emotional consequences for patients. As Rittenberg (1995) stated, some patients can feel
forced to accept a positive mental attitude by their medical professionals, not permitted
to face their reality freely, and therefore adopting a “repressive adaptation style” to face
their illness (Phipps, 2007). Our data do not allow us to affirm that the children who
mentioned happiness were adopting this repressive style, but it is a plausible hypothesis.
As previously discussed, the expression of positive emotions that are not expected in a
hospital environment may occur with greater intensity in children with anxious mothers
as an adaptive attitude to reduce the general anxiogenic level in the family. This is
consistent as well with the notion of positive reappraisal, defined as a cognitive emotional
regulation strategy (Carver et al., 1989; Garnefski et al., 2001). Positive reappraisal is a
form of positive thinking or optimism in the face of negative events, which helps turning
attention to the positive sides of those events. In line with previous research that found a
negative association between positive reappraisal and anxiety (Carver et al., 1989;
Garnefski et al., 2001), we can venture that the emotion of happiness mentioned by
children would be part of a coping strategy to regulate not only their own emotions but
also the emotional states of others, thus trying to reduce their mothers' anxiety. Further
research regarding positive beliefs and thoughts in cancer patients will be necessary to
obtain a better understanding of coping strategies and emotional experience.

Hospitalizations during the treatment of cancer are common and many hospitalized
children reports this experience as a traumatic event (Le Brocque et al., 2010). At present,
there is a widespread awareness of the need to humanize the experience of the
hospitalized child, and many oncological centers offer leisure and gaming activities in
order to reduce the impact of hospitalization on children. In our study, children and

preadolescents were given the opportunity to explain what affected most their (negative)
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mood and thoughts, and what could be done to improve their emotional state. For many
of them, the worst part of the experience was the hospital environment itself (not
providing activity and distraction, but also because of the painful medical treatments).
Interestingly, the older children gave more importance to the limited social relations
during hospitalization (particularly, the absence of schoolmates) than the younger
children, probably due to the greater need of older children to maintain their social
networks with peers, beyond the family. Moreover, only the older children reported the
presence of negative thoughts and talked about concern and fear during hospitalization.
As mentioned before, this is indeed coherent with the increasing consciousness of death,
from preadolescence, and the fear associated with uncertainty. It is not surprising,
therefore, that several older children claimed the need to also talk to psychologists, as a
support to deal with their dark thoughts.

Regarding the communication mother-child, our results revealed that their degree and
quality varied between families, but particularly depending on the age of the child,
consistently with previous findings (Sartain et al., 2000; Stenman et al., 2019). Most of
the older children’s mothers reported to have an honest communication with their children
regarding their disease and treatment. In contrast, the mothers of young children
commonly acknowledged to have kept their children away from important decisions, and
to have concealed or disguised the diagnosis and treatment details. This result is not
surprising to the extent that it converges with the representation of young children as
passive and immature subjects that are not prepared to understand their situation (Claflin
& Barbarin, 1990; Sartain et al., 2000). Unfortunately, there are few systematic research
regarding the relationships between a child’s comprehension of cancer and their
subjective experience of the illness, emotional regulation and coping strategies (Méndez

et al., 2004). Nevertheless, we do know that listening to children and answering their
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questions fosters mutual communication based on trust, which is essential to face the long
and painful process of the disease. This idea is not new among researchers involved with
oncological children. At least since the 1990s, several authors have been insisting on the
need to respond to children's questions and concerns with age-appropriate explanations
(Bearison, 1991; Eiser & Havermans, 1992; Kenyon, 2001; Thastum, 2008; Wilkins &
Woodgate, 2005). The benefits of such honest communication have been observed in
different areas: it reduces the child’s fears and uncertainty, increases compliance with

treatment, and improves the acquisition of healthy coping strategies (Stein et al., 2019).

STRENGHTS AND LIMITATIONS

One of the strengths of this study has been to have interviewed children with cancer as
well as their mothers since there are not many qualitative studies with oncological patients
that include family members. The use of interviews allowed us to obtain rich information
about the children’s and mothers’ subjective experiences regarding the disease. The
mothers gave substantial information about their own experience since the time of
diagnosis and during the child’s treatment. Some mothers also talked about other family
members but without elaborating in sufficient detail, given that the interview focused
primarily on their own experiences. Therefore, this study would certainly be richer if we
had also interviewed the fathers or other family members whose perspective, emotional
experiences and coping styles might be different from that of the mothers.

Other limitations of the present work refer to variables that have not been controlled and
whose study could yield interesting data. For example, how does the number of

hospitalizations affect patients' emotions and coping strategies? Do these emotions and
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strategies change depend on the time since diagnosis? It is important to highlight the need
for studies specifically designed to assess whether time since diagnosis has an influence
on aspects such as the patients’ representation of their disease, their copying strategies
and emotions associated with their experience.

Regarding methodological aspects, it would be of great interest to complement the verbal
information of the interviews with visual information of the participant's emotional facial
reactions. Techniques such as those used in Morales-Sanchez et al. (2020) would be
appropriate for taking measurements of the participants’ facial reactions during the course
of the interview, revealing aspects that may have gone unnoticed by the interviewer.

On another line, it is essential to investigate what ideas oncology healthcare professionals
have about the emotional needs and cognitive abilities of children, as a starting point for
developing training programs for this collective. Children often spend a great deal of time
in the hospital interacting with the oncology health staff, so it is necessary to train these
caregivers in ways to communicate with children while preserving their psychological
well-being. In addition, it would be of interest to conduct further studies that may reveal
differences between healthy and ill children in relation to some of the research variables.
Finally, we have found some intriguing relationships between mothers' and children's
emotions that have led us to ask the following question: Is the mother's anxiety related to
the child's need for positive thinking as an adaptive attitude to reduce the overall
anxiogenic level in the family? Our results point in that direction, but further study of this
relationship is needed to delve deeper into the emotions of mothers and children with

cancer.
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CONCLUSIONS

Pediatric cancer is a very challenging diagnosis to cope with emotionally for both children
and family, and the type of communication within the family can favor or hinder the
coping strategies of family members. Our results revealed some differences in the
emotions disclosed by children and mothers, and also according to the age of the children.
A particularly interesting finding was that several children of all ages spoke of 'happiness'
in a sense akin to positive reappraisal in the face of adversity, while only older children
revealed having dark thoughts about their present and future. Differences were also found
in the type of communication in the family, with younger children being more likely to
be kept in the dark than older children.

Beyond the results discussed in this work, it is worth noting that, during the interviews,
virtually all the children showed a real willingness to talk about their concerns. On this
basis, new studies should deepen the question of when and how to talk to children about
their disease and help them coping with it. To this end, an important variable to be
considered is the child’s developmental level in terms of cognitive and socioemotional
capacities. There is no doubt that the experience of illness is very complex, and many
variables are involved, but whatever the age and level, children cannot be left in

uncertainty about what is happening to them by avoiding talking about it.
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ESTUDIO 2. COMPREHENSION OF CANCER

“To understand is to invent”

Jean Piaget

ABSTRACT

The illness process of cancer during childhood entails high levels of stress, and one
important source is the uncertainty about their condition and the lack of understanding of
their illness. Research on children’s comprehension of cancer remains limited, despite the
practical and theoretical relevance of this field of study. Some research suggests that a
greater understanding of the disease is related to the actual experience of suffering from
the disease; other research indicates that it is age that helps to have fewer misconceptions
about cancer. Thus, it is explored the influence of these two variables on children’s
comprehension of cancer: experience with the disease (52 cancer patients and 52 healthy
children) and age (6- to 14-year-olds). Participants were individually interviewed about
several aspects related to the disease (illness identification, perceived severity, prognostic
and causes). Differences in understanding of cancer were found to be associated with age
and experience. Regarding age, older children (10 to 14) were better at identifying the
disease as cancer and showed fewer misconceptions about its causes than younger
children (6 to 9). Experience with the illness was related with children’s perceptions of
severity and prognosis: children with cancer perceive the illness as less severe and less
life-threatening than healthy children. Both age and experience were related to the
complexity of children’s causal attributions, the older cancer patients gave more

multifaceted explanations of the causes and the process of the illness than the older
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healthy children. More research is required to elucidate the role of experience and age in

children's understanding of illness and coping mechanisms.

INTRODUCTION

The suffering from a chronic illness such as cancer is a situation that has an undoubtedly
vital impact on the development of the children who are affected, as well as a source of
high stress due to the uncertainty that is experienced throughout the whole process (Vacik
et al., 2001).-Children, like adults, need to provide an explanation for any event, and
research indicates that omitting information about the situation in which children find
themselves does not protect them from anxiety or stress but may lead them to elaborate
erroneous and dysfunctional explanations that do not contribute to a correct psychological
adjustment to this stressful situation (Bearison & Granowetter, 2012: Eiser & Havermans,
1992; Enesco, 2009).

Although false ideas about the causes of cancer and non-realistic beliefs about the process
of healing are also present among adults (Balmer et al., 2015), this is indeed more likely
to occur among young children. Early research related to children's knowledge of illness
relied on Piaget's stages of cognitive development (Bares & Gelman, 2008). Initially, it
was suggested that young children provided explanations of illnesses related to
nonbiological causes; later, through further research, it was discovered that children used
some primitive concepts to refer to the causes of illnesses. Some of these early concepts
were described by Bibace & Walsh (1980), who found that children between 2 and 6
years of age explained the illness through the proximity between the person suffering the

illness and the healthy person who was infected, introducing the concept of contagion by

78



ESTUDIO 2. COMPREHENSION OF CANCER

mere contact. In contrast, older children (between 7 and 10 years) elaborate different
responses related to contamination by air or contact with harmful substances (Bibace &
Walsh, 1980).

However, current research shows that young children can create their own theories or
ideas about the environment using their prior knowledge about that specific domain, once
again related to Piaget's cognitive theory (Bares & Gelman, 2008). In this way, children
may have the ability to organize and build their knowledge as a function of the encounters
they have every day (Wellman & Gelman, 1992). Thus, young children who may not
have biological knowledge will rely on theories of psychology they are familiar with
(such as intentions, desires, or beliefs) to argue for the biological processes around them
(Carey, 1985; Inagaki & Hatano, 2006). Only by the age of 9-10 do children begin to
incorporate a little more consistent biological view of health and illness (Carey, 1985;
Inagaki & Hatano, 2006; Zhu et al., 2009), although obviously far from the scientific
view.

Nevertheless, on numerous occasions the source of information from which children
obtain their own ideas usually comes from adults in general, and from their parents in
particular, so we must consider the type of information that adults usually offer to children
(Rogoff, 2003; Toyama, 2015). It has been observed that children sometimes provide
responses to the causes of illness related to behavioral factors (e.g., going outside without
a coat, which produces catching cold) (Myant & Williams, 2005; Williams & Binnie,
2002; Zhu et al., 2009) which can be related to the everyday conversations they have with
adults and the explanations they receive (e.g., you got sick because you went out in the
cold; you ate too fast... too many sweets) as they rarely receive explanations that are more
didactic, explicit or adjusted to adult knowledge (Myant & Williams, 2005; Williams &

Binnie, 2002; Zhu et al., 2009).
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Research about conceptions of illness in healthy children of different ages is fairly
extensive. However, much fewer studies have been conducted with children suffering
chronic or life-threatening diseases (diabetes, asthma, cancer) (Lima, et al., 2017; Stein
etal., 2019). Bibace and Walsh (21983) offer an explanation of this fact saying that, until
very recently, the therapeutic interventions designed to help the sick child were directed
only to the affective level (toward modifying the feelings of fear, anxiety, depression,
etc.). Nevertheless, “it became obvious that the feelings of the sick child or adult were
related to beliefs or concepts about illness —that is, to the way the patient understood
illness at a cognitive level” (Bibace & Walsh, p. 65-66). Thus, clinical researchers are
becoming more concerned with the cognitive side of the illness experience (Stein et al.,
2019). Still, only a few studies have assessed the comprehension of cancer in oncological
patients and whether their concepts about the disease differ from the healthy children’s
concepts (for reviews, see Enesco, 2009; Eiser y Havermans, 1992; Kenyon, 2001; Lima,
et al., 2017). Results from this line of research are quite divergent: some find that ill
children develop more elaborate concepts regarding, for example, the causes of cancer,
as compared to healthy children; others find the opposite relation between experience of
illness and conceptual comprehension (Crisp et al., 1996; Lima et al., 2017; McIntosh et
al., 2013). Finally, other studies find that developmental age, but not the experience of
illness, is the best predictor of children’s comprehension of the process and causes of
cancer (Allan, 1989; Enesco, 2009; Knighting et al., 2011; Kenyon, 2001; Myant &
Williams, 2005).

However, despite the discrepancies between possible differences in the understanding of
the disease, where the authors agree is that chronic diseases such as cancer have a direct

and severe impact on school attendance, engagement and participation in school
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activities, having a much higher risk of not being able to reach their developmental level
compared to children who do not suffer from chronic diseases (Lum et al., 2017).

The main objective of this research is to explore whether children’s understanding of
cancer differ according to their personal experience with the illness (suffering or not

suffering cancer) and age (6- to 14-year-olds).

METHOD

Participants

The participants were 104 children aged 6 to 14 years, from two sample groups according
to their experience with the illness: 52 children with cancer (recruited from two Hospitals
in Madrid: Nifio Jesus and La Paz) and 52 healthy children (recruited from public schools
in Madrid). All participants were equally divided by age group: 26 children aged 6 to 9,
and 26 children aged 10 to 14 in each illness experience group (oncological and healthy
children).

The inclusion criteria for the group of children with cancer were: 1) not suffering from
side effects such as serious cognitive or physical impairment that would prevent them
from following the interview; and 2) having received their diagnosis at least three months
prior to the study. This criterion was agreed with the medical staff, which recommended
avoiding any emotional intrusion in newly diagnosed children, given the psychological
impact of the diagnosis on the family and the time required to assimilate all the
information. The medical staff of the hospital was responsible for the referral of the
oncological participants to the research study, given that they knew all the clinical

characteristics of pediatric oncology patients.
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For the ethical aspects of the study, the study was approved by the ethics committees of
both hospitals, as well as the approval of the public schools. In addition, information
forms were provided to parents and children separately, and signed consent was obtained
both from the parents of the participants and from the children over 12 years of age, as
recommended by the hospitals' ethics committees. Verbal consent was obtained from
children under 12 years of age. They were explicitly informed that the interview was
voluntary and confidential, and that they could leave the interview if they wished at any

time.

Procedure

A semi-structured interview (partly based on an interview created by Dominguez Ferri
(Enesco, 2009) with open-ended questions was conducted in order to obtain information
about children's prior knowledge and ideas about cancer (see Table 2.1 for a description
of the interviews). The interview began with a brief introduction about a story of a child
who was hospitalized, at the same time that some vignettes were presented in order to
favor in a respectful way both the communication with the children and their
understanding of the context. It is worth noting that most of the children with cancer
started talking about the character and concluded by talking about themselves, projecting
their knowledge and experience on the character in the vignettes.

All the interviews were conducted in quiet and private rooms, both with the healthy
children and with the children with cancer. With those who were sometimes hospitalized
the interview was conducted in their own hospital room. The length of the interview was
variable (between 8 and 16 minutes) with an average of 10 minutes. No participant

withdrew voluntarily from the interview or for any other reason.
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The interview
Table 2.1
Outline of the semi structured interview for pediatric oncology patients and healthy

children

Main categories Questions

Identification of cancer 1. What do you think that has
happened to him? What disease do
you think he has? [At this point, if
they had not answered ‘cancer’, it
was explained that the child in the
drawings had cancer and the next
question was asked. If they answered
cancer, the interview continued)

1.1 Do you know what is cancer?
Have you ever heard from this
illness?

Perceived severity 2. Do you think it is a severe (serious,
grave) disease?

Prognosis 3. Do you think he can recover from
his illness? (If yes: How long do you
think it might take to heal?)

Causal attribution of cancer 4. How do you think he has become
il1? Do you think the other children
have become ill for the same reason
than him? What happens to a person
who suffers from cancer?

Data coding and analysis
The research design is based on qualitative methodology in which the data are processed
through content analysis, identifying units of meaning in the different children's responses

throughout the interview (Krippendorff, 2013; Patton, 2015).
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Regarding the coding process, it was conducted through different phases. First, the
interviews were transcribed verbatim. Second, high-level categories (Patton, 2015) were
established according to the main themes of the interview: cancer identification,
perceived severity, prognosis and causal attribution of cancer (see Table 2.2). Third, the
definition of the lower-level categories was accomplished (Ledén & Montero, 2015) (e.g.,
within the top category "cancer identification", we included the lower categories "cancer",
when children explicitly mentioned this label, and "other" when children mentioned
common diseases such as ‘cold’ or ‘tummy ache’). During this process, a coding
dictionary with exact definitions of each of the lower categories was developed for further
coding. Fourth, the process of coding all the responses provided by the participants in
the different categories was completed by two independent coders, expert in content
analyses (the two first authors of the paper). The inter-rater’s assessment reached an
agreement of 90% of the coding in the different categories. For the 10% of cases in which
there was disagreement, discussions were held between the two authors to resolve doubts
and reach an agreement.

As for the analyses, we considered both the experience with the illness (healthy children
and children with cancer), and the age of the participants (young children aged 6-9 years
and older children aged 10-14 years). It is important to note that the decision to establish
these two age ranges has been based on previous studies that reveal a more complex and
realistic comprehension of illness and health from the age of 10 years (Bibace & Walsh,
1983; Enesco, 2009; Potter & Roberts, 1984). Results are presented around the four
higher categories of analysis (Identification, Severity, Prognosis, Causality). Within each
higher category, we first presented the descriptive analyses of the prevalence (%) of each
response corresponding to the lower categories. In addition, we evaluated the differences

regarding the age and the experience with the illness of the participants in each lower
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category, using Chi-square tests (identification of cancer, prognosis, causal attribution)

and Mann-Whitney tests (perceived severity). Regarding the causal attributions, we also

explored whether the number of arguments provided by the participants varied according

to their age and experience with the illness, by means of Mann-Whitney tests. The number

of arguments were used as an indirect measure of the conceptual richness of the answers

given by the children. Finally, we tested the relation between the participants’ responses

in each question, using McNemar tests.

Table 2.2

Coding categories of analysis of the semi-structured interview

Higher-level categories

Lower-level categories

Examples

Identification of cancer

1. What do you think that
has happened to him?
What disease do you
think he has?

Perceived Severity

2. Do you think cancer is a
serious disease or how
would you explain it?

Prognosis

3 Do you think he can recover
from his illness?

Causal attribution of cancer

1.1 Cancer
1.2 Other illness

2.1 Minor
2.2 Moderate
2.3 Severe

3.1 Curable
3.2 Terminal

4.1 Anecdotic
4.2 Imprudence/ Hygienics

1.1 “Maybe he has
cancer” “He suffers
from leukemia or he
has a tumor”

1.2 “He has a sore
throat” “He is sick
and he has fever, he
could have stomach
ache”

2.1 “It is not serious” “It
is very little severe”

2.2 “It is a serious

PN

illness” “Yes, it is

severe”’
2.3 “His illness is very
2w«

1t is very
severe what is

severe

happening to him”

3.1 “He Will be cured”
“Yes, he Will recover
from his illness”

3.2 “He can die because
this illness is very
serious”

4.1 “Well, that her hair
fell out just like that”
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4 How do you think he has 4.3 Bad habits/ food 4.2 “That he didn't want

become il1? / Do you think 4.4 Contagion to put on his coat and

the other children have 4.5 Virus got a cold”

become ill for the same 4.6 Genetics 4.3 Because they have

reason than him/ What 4.7 Hit eaten unhealthily

happens to a person who 4.8 Pollution/ Radiation many times”

suffers from cancer? 4.9 Random 4.4 “Because he got
infected”

4.5 He went to see his
father in the hospital,
and he also had
cancer, and he got a
virus from his father”

4.6 “He was born sick”

4.7 “That he has had a
very hard hit”

4.8 “That he drank dirty
water” “Being close to
a nuclear power
plant”

4.9 “It happens by
chance" "It comes out
all of a sudden”

RESULTS

Identification of cancer

Overall, 63,5% of participants inferred that the character’s illness was cancer. However,
older children (83,9%) were significantly more likely than younger children (39,6%) to
identify the disease as cancer (figure 2.1) (Chi-square test, X? (1, N = 104) = 21.9, p <
.001, Phi coefficient = .45). No significant differences were found regarding the
participants’ experience with the illness (Chi-square test, X? (1, N = 104) = .00, p < 1,

Phi coefficient = .00).
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Figure 2.1
Children’s identification of cancer by age (vounger and older) and by experience with

the illness (healthy and cancer)
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We found no differences in the severity evaluation as a function of the participants’ age
(Mann-Whitney test, U = 1232, p = .42, n° = .08). However, experience with the illness
significantly affected how they perceived the severity of cancer (Mann-Whitney test, U
=823, p <.001, #°=.39). In particular, children with cancer (Md = 1) evaluated cancer

as significantly less severe than healthy children (Md = 2) (figure 2.2).
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Figure 2.2
Children's perceived severity of cancer by age (vounger and older) and by experience

with the illness (healthy and cancer)
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Children in general evaluated cancer as being curable (80,8%) more often than being
terminal (19,2%). Here again we found a significant effect of the children’s experience
with the illness: all the oncological participants (100%) evaluated the illness as curable
as compared to 61,5% of the healthy participants (Chi-square test, X* (1, N = 104) =24.8,
p < .001, Phi coefficient = .49). Older and younger children responded similarly in this
question (Chi-square test, X? (1, N=104) =.013, p = .908, Phi coefficient = .011) (figure

2.3).
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Figure 2.3
Children's perceived prognosis of cancer by age (younger and older) and by experience
with the illness (healthy and cancer)
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Causal attributions

The more prevalent causes of cancer provided by children were virus (18,9%), random
causes (14%), anecdotic (11,9%) and bad habits/ food (11,2%). Less prevalent causes of
cancer were contagion (10,5%), pollution/ radiation (9,8%), imprudence/ hygienics
(9,8%), genetics (8,4) and hits (e.g., having suffered accidental blows on the body)
(5,6%). We found significant age differences in some of the causal attribution categories.
In particular, older children were more likely to talk about bad habits/food (Chi-square
test, X2 (1, N = 104) = 5.71, p < .0017, Phi coefficient = .234), pollution/radiation (Chi-
square test, X? (1, N = 104) = 9.91, p < .002, Phi coefficient = .309), and random causes
(Chi-square test, X? (1, N=104) = 9.67, p < .002, Phi coefficient = .305), than were their
younger counterpart. By contrast, younger children used more often arguments related to
contagion (Chi-square test, X (1, N =104) = 11.6, p < .001, Phi coefficient = .334), and

imprudence/hygienics (Chi-square test, X? (1, N = 104) = 6.84, p < .009, Phi coefficient
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= .256). In contrast, for anecdotic answers, virus, hit and genetics, no significant age
differences were found. Interestingly, the experience with the illness of the participants
did not affect the type of arguments provided. Apart from the content analyses just
described, we explored whether the participants' age and experience with the illness
impacted the number of potential causes provided. We found that both older children and
children with cancer gave significantly more arguments than younger children (Mann-
Whitney test, U = 1034, p < .032, #° = .23) and healthy children (Mann-Whitney test, U
=943, p <.005, ° = .3), respectively.

Table 2.3

Children’s causal attribution of cancer by age group (younger and older)

Younger children Older Children Total
% % %

Anecdotic 15,5 9.4 11,9
Imprudence/ Hygienics 19 3,5 9.8

Bad habits/ Food 5,2 15,3 11,2

Contagion 224 2.4 10,5

Virus 20,7 17,6 18,9
Genetics 5,2 10,6 8,4
Hit 5,2 5,9 5,6
Pollution 1,7 15,3 9,8
Random 5,2 20,0 14

Regarding the relations between the response categories, we found that those children
who correctly identified the disease were more likely to perceive it as mortal (McNemar

test, p <.001). This was the only intragroup relationship that was identified.
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DISCUSSION

Through this research, different aspects of the understanding of cancer in children have
been addressed. Over the past decades, there have been several contributions to the field
of children's understanding of illness (Bares & Gelman, 2008; Del Barrio, 1990;
Hergenrather & Rabinowitz, 1991; Kalish, 1999; Koopman et al., 2004; Solomon &
Cassimatis, 1999; Slaughter et al., 1999; Tapplin et al., 1999), although far fewer in
relation to the understanding of cancer. In addition, few studies have involved children
with cancer as participants, or have compared the ideas about cancer of healthy and ill
children (Crisp et al., 1996; Hunter & Smith, 2008; Lima et al., 2017; MclIntosh et al.,
2013; Stein et al., 2019; Redpath & Rogers, 1984). Nevertheless, the number of cancer
cases continues to increase (American Cancer Society, 2022) and both procedures and
psychological interventions have changed significantly in recent times. Therefore, it is
important to identify the current level of knowledge of children regarding the disease in
order to be able to adapt these interventions.

Throughout this research, the four categories of the interview have been explored to test
the relative influence of the two main variables: age and health status. Overall, we found
differences of age, but not regarding their experience with the illness, in the identification
and causal explanations of the disease. Regarding severity and prognosis, there were
differences related to the experience with the illness, but not to age. Finally, both age and
illness experience were related to the variety (number) of causal explanations provided
by each participant. These results are consistent with previous findings on children’s
understanding of the disease, indicating that age, rather than experience with the disease,
is associated with better understanding (Allan, 1989; Bares & Gelman, 2008; Bibace &

Walsh, 1980; Del Barrio, 1990; Kister & Patterson, 1980; Knighting et al., 2011;
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Koopman et al., 2004; Redpath & Rogers, 1984; Sigelman et al., 2022; Slaughter et al.,
1999).

Firstly, examining the responses by age group, it is observed that older children provided
answers related to virus and random causes. In general, these are more external causes
that cannot be controlled in any way by the patient. In contrast, young children offered
contagion-related answers, virus and imprudent or hygiene-related behaviors. Except for
virus-related answers, which were common in both age groups, the other two categories
of answers favor misconceptions. These misconceptions tend to be more common in
younger children. Some authors have suggested that young children have a tendency to
have a greater internal causal attribution (they have done something to make themselves
sick) (Schonfeld, 1993; Stein et al., 2019) and this may lead to feelings of guilt and
distress. Regarding the number of causes provided about the causes of the illness, older
children, as well as children who suffered from cancer, offered more arguments than
young children and healthy children. According to our results, depending on the
developmental level of the children, the older they are, the better they understand the
illness and the more they elaborate about the causes of the illness.

It is noteworthy that the highest general prevalence of responses are viruses, random
causes, and contagion. We would like to emphasize that these data were collected in 2018-
2019, so the responses provided by the children were pre-COVID-19. Thus, answers
about viruses were not biased due to the global pandemic situation and the access to the
“virus” word that all children have both in the media and with their families. The fact that
children attribute causes such as viruses or contagion to cancer may encourage isolation
behaviors when children return to school or to their peer groups. These results would be

important to consider when providing psychoeducation to both healthy and sick children.
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Secondly, in terms of illness experience, significant differences have been identified
regarding the perception of severity and prognosis. Thus, children suffering from cancer
perceived the illness as less severe and curable, while healthy children referred to the
cancer illness as much more severe and even fatal. These results can have diverse
interpretations. On the one hand, it seems that ill children need to develop more positive
thoughts about the prognosis of cancer, thereby helping them to adapt to the severity of
the situation. This could be related to cognitive strategies concerning coping strategies.
Thus, it would be a cognitive way of processing and managing information that
emotionally activates children with cancer (Thompson, 2015). Through this more
optimistic perspective, children could learn to regulate their emotions and not feel
overwhelmed by them through this stressful event (Garnefski et al., 2001). On the other
hand, childhood cancer has a survival rate of about 80% of diagnosed cases in Western
countries (Erdmann et al., 2020), a rate that has increased considerably in recent decades.
It is possible that children who have been diagnosed with this illness may have greater
knowledge of such survival rates both from information they may receive from medical
staff and from their own experience, noticing how their peers in hospital are cured in most
cases. Although understanding of the disease evolves along the developmental trajectory
of children, experience can produce biases in perception. Thus, developmental
differences in causal attribution of cancer may bias young children's understanding of the
disease, for example, in terms of cancer recurrence or cancer severity (Tutelman &
Heathcote, 2020).

Among the implications that can be derived from these results, it is important to
emphasize that the current research can help not only children suffering from cancer but
also healthy children. Our results reveal the lack of knowledge about cancer disease in

the general child population and the numerous false beliefs associated with it, the belief
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that it is a contagious or generally terminal disease. We know that re-entry to school is
usually very challenging for ill children (Martinez-Santos et al., 2021) and it needs an
effective preparation for easing the transition after numerous hospitalizations (Brimeyer,
2013). Indeed, providing proper explanations and adapted to the developmental level of
children could help to promote the inclusion in the classroom of sick children, as well as
to enhance possible misconceptions that healthy children have and could favor the
discrimination of sick children (such as, for example, that the cancer is contagious)
(Allan, 1989). Furthermore, teachers who promote supportive attitudes towards students
with chronic illnesses, for example by helping them return to school, enable the children
to improve not only academically but also socially with their peers (Lum et al., 2017). It
can also serve to adapt the psychological interventions (Lima et al., 2017), so that the
treatments are implemented not only considering the level of emotional development but
also the capacity of cognitive comprehension in pediatric oncology patients. Finally, these
results can also be used by medical staff, since without knowledge of the theoretical basis
of cognitive development, nurses and physicians are at a disadvantage when working with
children and families (Vacik et al., 2001).

Although children often have a conception of cancer as a negative illness from an early
age (Knighting, 2011), children with chronic illnesses may have a reduced and more
inaccurate understanding of illness and health due to direct causes of their illness, such as
cognitive impairment or lack of information received (Lima et al., 2017). Therefore,
neither medical staff nor family members should assume that children, through their
experience, will fully understand the nature of their illness experience (Kury & Rodrigue,
1995). Therefore, they will need appropriate explanations in order to adjust their
psychological adaptation and daily life to the new illness experience, throughout the entire

disease process.

94



ESTUDIO 2. COMPREHENSION OF CANCER

STRENGHTS AND LIMITATIONS

We highlight two strengths of this study. Firstly, it addresses a topic (children's
understanding of cancer) that has not received sufficient attention among researchers
despite its social relevance: knowing children's beliefs and expectations about the disease
is a necessary step to developing communication and information protocols for different
groups (sick children and their families, peers, teachers, health care personnel, etc.).
Secondly, the open-ended interview method has facilitated interaction with the children
by giving them a safe space to think and talk about the disease. This has allowed us to
obtain relevant information on children's knowledge about cancer, its causes, prognosis
and severity. In addition, by comparing the ideas about cancer of sick and healthy children
of different ages, we have been able to identify what is common and what differentiates
them, as well as the developmental changes in their representation of this disease.

Among the limitations of this research, we point out one major issue. In order to conduct
a comparative study between healthy and ill children, the interview had to be tailored and
adapted to the conditions in which the ill children were, and then replicated with the
healthy children. The pediatric patients participating in this study were hospitalized
(either inpatient or outpatient for treatment), so the interview could neither be too long
nor too demanding, due to their circumstances. Therefore, it was not possible to delve
into further depth in each of the topics of the interview, particularly those related to
prognosis, risk of death, and attributions of 'responsibility’ in explaining the causes of
disease. For example, we avoid asking the child directly about some common
misconceptions about the causes of cancer (e.g., reckless behaviors that really have
nothing to do with the disease, or the risk of contagion). Only if the child expressed any

of those ideas did we delve into them. Therefore, we cannot rule out that more children
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held these false beliefs without expressing them during the interview (either due to the
child’s difficulty in verbalizing it, or lack of conscious access at that moment, or simply
wishing to hide it). In this sense, there should be more research that, through different
methodological tools (observation in context, in-depth interviews, focus groups), may

achieve to hear the voice of sick children.

CONCLUSIONS

The comprehension of cancer and the conceptual aspects of the illness are critical areas
to consider in order to correctly tailor psychological interventions. One of the goals of
these interventions should be to combat false beliefs about cancer, and that requires
starting by identifying the most common misconceptions in children of different ages and
illness experiences. In this regard, the results of studies such as ours offer valuable
information on the role that the experience of being ill in conjunction with developmental
age may play in the understanding of cancer. Building on this knowledge, protocols for
communication with the sick children can be properly developed to be applied by
different agents (family, health personnel, teachers). To sum up, there is a real need to
empower children with developmentally appropriate explanations in order to remove
false beliefs and misconceptions. Providing them with information about their illness can
help to reduce anxiety and negative emotions in oncology patients, facilitate their
adaptation to this difficult situation, and foster their return to school as well as to their

social groups.
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ESTUDIO 3. CHILD-CENTERED CARE IN PEDIATRIC ONCOLOGY

“Anything seems a little smaller when said out loud”

Hermann Hesse

ABSTRACT

Child-centered communication in pediatric oncology can be challenging. The aim of this
scoping review was to provide an overview of published interventions that investigate
communication with children and adolescents about cancer treatment and prognosis, and
to identify developmentally appropriate communication models that may facilitate child-
centered care.

We updated a previous scoping review on communication interventions in adult and
pediatric oncology and searched MEDLINE, Scopus and PsycINFO for all studies
indexed between October 2019 up to October 2022. We further searched for ongoing
studies on ClinicalTrials.gov and included all intervention studies aimed at improving
communication between clinicians (or parents) and pediatric patients (below age 21
years) in oncology.

After removal of duplicates, we identified 685 titles and abstracts, of which 34 studies
were retained for full-text screening. Only one published study and two ongoing studies
met the inclusion criteria. The published study tested a communication tool to support
clinicians inform adolescents about cancer treatment options and facilitate shared
decision-making. The ongoing studies are testing an intervention aimed at improving

parent-child illness communication and a pictorial digital communication tool to facilitate
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communication with children during treatment. We did not identify any communication
models used in these studies.

There is a dearth of published interventions that focus on communicating with children
and adolescents about their disease and treatment. Interventions based on communication
models with a developmental approach are needed in pediatric oncology and we propose

a new model of child-centered care that may inform future research and practice.

INTRODUCTION

“I'm sorry, but we are not going to give you detailed information about your diagnosis
or prognosis, nor will we fully involve you in decisions regarding your treatment!” Such
a statement would be considered unacceptable by any adult cancer patient or healthcare
provider. Yet, this is the experience for many children in pediatric oncology (Lin et al.,
2020). Children may have different communication needs than adults and communicating
with children about their disease and treatment may be complex and requires knowledge
about appropriate developmental and communication approaches, which are not broadly
available to clinicians and parents (Stein et al., 2019).

Open communication with the child is a cornerstone of patient-centered care, which has
been identified as a crucial component of high quality cancer care (Institute of Medicine
(US) Committee on Quality of Health Care in America, 2001; Mead & Bower, 2000;
Ouwens et al., 2010). The National Academy of Medicine (formerly the Institute of
Medicine) defines patient-centered care as care that is respectful of, and responsive to,
individual patient preferences, needs and values, reflecting a shift that has occurred in the

healthcare system towards a more collaborative approach between doctors and patients
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regarding treatment and care (Institute of Medicine (US) Committee on Quality of Health
Care in America, 2001). In 2007, the National Cancer Institute (NCI) identified six core
functions of patient-centered communication: 1) fostering a patient-clinician relationship
characterized by trust and rapport; 2) effective exchange of information about diagnosis,
prognosis and treatment; 3) responding to emotions; 4) managing uncertainty; 5)
facilitating treatment decisions; and 6) enabling patient self-management (Epstein &
Street Jr., 2007). An overall framework has been suggested for research in family-
centered communication in pediatric oncology research (Graetz et al., 2022). Still, family
frameworks do not sufficiently address the child’s perspective or take into account
developmentally appropriate communication with the child (Gilligan, Coyle, et al., 2018).
Furthermore, in many pediatric oncology clinics, the main focus is still on communication
between health professionals and parents, rather than on direct communication with the
child (Sisk et al., 2019) and direct communication e.g. about prognosis remains

challenging (Porter et al., 2022).

Communicating with children in pediatric oncology

Prior to the 1960’s, children had a different role in society (Quennerstedt & Quennerstedt,
2014) and for many years were rarely informed of their diagnosis, let alone prognosis or
treatment options (Bearison, 1991; Sisk et al., 2016). This was likely due to a desire to
protect the child from distress (Essig et al., 2019; Feraco et al., 2018; Janin et al., 2018;
Sisk et al., 2016), an underestimation of the degree to which the child wishes to be
informed (Feraco et al., 2018; Sisk et al., 2016; Stein et al., 2019), uncertainty about the
capacity of children to understand their disease and treatment (Essig et al., 2019; Janin et
al., 2018), and a lack of knowledge about the importance of communication for the child’s

well-being (Stein et al., 2019). However, research beginning in the 1960s soon showed
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that many children have a sense of their illness (and impending death) in spite of not being
told, and that protecting the child from information can negatively affect the child by
causing stress, anxiety and loneliness (Coyne, 2006). Young children have been found
to have an understanding of the irreversibility of death, but may still have misconceptions
and false beliefs regarding the illness process and are in need of proper explanations about
the cancer itself (Stein et al., 2019).

A first step was made with the family-centered care approach in pediatric care, which
emphasized the importance of parental participation and partnership in the child’s care to
support both the emotional and physical well-being of the child (Coyne et al., 2016).
However, this approach still holds the dilemma that the child is still not necessarily
involved. Today, there is a shift towards enhancing the focus on children even more: the
International Society of Pediatric Oncology recommends that clinicians involve patients
in discussions about their healthcare in an age-appropriate way (Spinetta et al., 2000), and
this has been termed child-centered care (Coyne et al., 2016). In this approach, the child
has the right to participate in their healthcare, and by evaluating the child’s competencies,
healthcare professionals may guide the child’s active participation in care (Coyne et al.,
2016).

Emerging observational studies suggest that including children in the communication
pathway through child-centered communication may have a positive impact on several
aspects including: enabling them to understand their situation (Stein et al., 2019);
increasing trust in healthcare professionals; improving treatment adherence and
effectiveness (Stein et al., 2019); creating a sense of respect, security and control (Lin et
al., 2020); and decreasing levels of anxiety and depression (Essig et al., 2019; Gorman et
al., 2018; Janin et al., 2018; Kaye et al., 2020). Child-centered communication may

empower children and adolescents to become active players in their own health process
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and may improve the quality of care of children with cancer (Jalmsell et al., 2016; Sartain
et al., 2000). Open communication between the pediatrician and child may also lead to a
better aligned assessment of the child’s symptoms, as parents may overestimate or
underestimate symptoms when reporting on the child’s behalf (Smith et al., 2020). All
the above may be expected to lead to better health and treatment outcomes for the
pediatric patient (Bearison, 1991; Essig et al., 2019; Feraco et al., 2018; Gorman et al.,
2018; Jalmsell et al., 2016; Janin et al., 2018; Kaye et al., 2020; Lin et al., 2020; Sartain

et al., 2000; Sisk et al., 2016; Smith et al., 2020; Spinetta et al., 2000; Stein et al., 2019).

Models for communicating with children in oncology

One way to develop the communication processes is by using a communication model
that can provide a theoretical framework for facilitating the flow of information between
the communicator (e.g. clinician) and receiver (e.g. patient). An example of a widely used
model in adult oncology is the SPIKES protocol (see appendix L), which is a six-step
framework for providing unfavorable information to adult cancer patients (Baile et al.,
2000). However, to our knowledge a child-adapted version of this model has not been
published. Thus, there is a great need for knowledge about developmentally-appropriate
communication models that may guide interventions to improve communication with
children and adolescents in cancer treatment.

To our knowledge, only one review of communication interventions in adult and pediatric
oncology has been published (Sisk et al., 2019). This scoping review included studies
indexed until October 2018, identified 88 interventions and mapped whether the
interventions targeted any of the NCI’s six core functions of patient-centered
communication. However, none of the studies at that time targeted pediatric or adolescent

oncology (Sisk et al., 2019).
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Therefore, the aim of this study is to update the above review, with a specific focus on
interventions that target communication with children under the age of 18 years receiving
cancer treatment. In line with the previous review, we aimed to identify whether any
patient-centered communication functions were targeted. Additionally, we aimed to
identify communication models and developmental approaches that may facilitate
communication about disease and treatment with pediatric patients, highlight research

gaps, and suggest directions for improving child-centered care in pediatric oncology.

METHODS

We carried out a scoping review following guidelines from the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses (PRISMA) extension for scoping reviews
(Tricco et al., 2018). We have not previously published a protocol for this review. We
selected the scoping review methodology as it is the most appropriate method for
providing an overview or map of the types of evidence in a given field and to identify key
concepts (Munn et al., n.d.). We updated the previous systematic review by Sisk et al.
(Sisk et al., 2019) that included studies until October 2018. We used the same search
strategy as Sisk et al. using key words and terms based on the key concepts of ‘oncology
patients’ and ‘communication interventions,” but narrowed the search to pediatric
oncology (see appendix K). We searched in Ovid Medline, Scopus and PsychINFO for
all studies published from October 2018 to October 2022. We further searched
clinicaltrials.gov for any ongoing trials using the same search terms in August 2022.
Additionally, we reviewed reference lists of all included studies and relevant systematic

reviews.
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Study selection

We applied similar inclusion criteria as Sisk et al. (Sisk et al., 2019), but added an
additional criterion that the communication interventions should target children (under
age 18 years). We applied the following PICO framework: we focused on the Population
of children or with cancer, we included Interventions that had a communication
component targeted towards children or, we accepted any Comparison group (standard
care or other intervention) and we were interested in Qufcomes (either primary or
secondary  outcomes) of communication, psychological = symptoms  or
satisfaction/usability measures in the target population.

Studies were excluded if they were: published in a non-English language, an abstract or
conference presentation, not including pre/post assessment or control comparison
pertinent to communication functions or outcomes, a secondary analysis of a previously
published intervention, or a protocol only without results. The last criteria did not apply
for the search in clinicaltrials.gov. Two review authors (PB and BLH) independently
screened all studies for inclusion using the online systematic review platform Rayyan

(Ouzzani et al., 2016). Any disagreements were resolved through discussion with PEB.

Data extraction and synthesis

Information on the title, author, year, design, participants, summary of findings and
interventions was extracted from included articles by PB and checked by BLH. As in the
review by Sisk et al. (Sisk et al., 2019), we also coded included interventions based on
which NCI core functions of patient-centered communication the study addressed

(Epstein & Street Jr., 2007).

RESULTS
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After removal of duplicates, the search yielded 685 references. Following title and
abstract screening, we identified and retrieved the full-text of 34 studies and identified
only one published study (Snaman et al., 2021) and two ongoing studies from clinical
trial records (National Library of Medicine [NLM], NCT04433650; National Library of
Medicine [NLM], NCT03650530) that met inclusion criteria (see figure 3.1).

Figure 3.1.

PRISMA flow chart of the selection of relevant articles
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The published study examined the feasibility of a communication tool (MyPref) to assist
clinicians in informing adolescents about cancer treatment options and facilitate shared
decision-making (Snaman et al., 2021). In a mixed-methods intervention-only design, a
total of 34 participants (15 adolescents and young adults (AYAS) age 15-28 years, 7
parents or trusted persons and 12 healthcare professionals) used the MyPref
communication tool (a questionnaire identifying patient and parent preferences followed
by a dialogue based on the questionnaire response) and provided feedback through semi

structured interviews (Table 3.1).
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Table 3.1

Included study on communication interventions in pediatric cancer

Title Author(s) Design Participants Summary of Intervention NCI functions
(Year) findings
MyPref: pilot Snaman, Mixed method 15 AYAS, 7 AYA/ PTPs declared Participants: Fostering a patient-
study ofanovel Helton, design-Staged parents or that participation was Completed the Control Preferences Scale clinician relationship.
communication Holder, Pilot Study trusted persons useful and it also (CPS). Effective exchange of
and decision- Wittenberg, (No control and 12 improved Completed MyPref questionnaire: they information about
making Revette, group) healthcare understanding of had to imagine a context where their diagnosis, prognosis
tool for Tulsky, professionals treatment factors and cancer treatment was not working as and treatment.
adolescents Baker & * Summary consideration, expected, and to consider the important Facilitating treatment
and young Wolfe report of organization, and aspects of that specific moment. decisions.
adults with  (2021) their visualization of Provided a list of 9 previously identified
advanced preferences preferences. treatment attributes and 12 combinations
cancer in treatment of these attributes and asked to select
= Decision Healthcare their treatment preferences.
Making professionals After 1-2 weeks: completed the
Scale declared that it made Preparation for Decision-making
= MyPref them think about (PrepDM) scale, the MyPref Experience
Experience patient’s preferences Questionnaire (MPEQ), and participated
Questionnai and the 75% of them in semi-structured interview their
re reported they planned examining experiences with MyPref.
=  Semi- to  change  their Oncologist:
structured approach to Completed MPEQ and participate in
interviews discussions about semi-structured interviews about the

preferences for future
treatments

usefulness and applicability of MyPref.
If their patients participated, they were
shown their patients MyPref results and
asked to comment. If not, they were
shown a general summary.

Note: AYAS — Adolescents and young adults; PTPs - Parents or trusted persons
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Results showed that AYAS and their parents/ trusted persons found that the MyPref was
useful, and it assisted them in understanding the cancer treatment, as well as in organizing
and visualizing their preferences. Moreover, healthcare professionals reported that it
assisted them in considering patients’ preferences and 75% of healthcare professionals
stated that they would modify their discussion approach for future families. The study
addressed the following NCI communication functions: fostering a patient-clinician
relationship, effective exchange of information about diagnosis, prognosis and treatment,
and facilitating treatment decisions. However, no communication model was specified in
this study.

We further identified two ongoing studies that are testing communication interventions
in pediatric oncology patients (Lovgren et al., 2019; Nilsson et al., 2021). The first study
is evaluating the Family Talk Intervention in 27 families of children with cancer age 6-
19 years (Lovgren et al., 2019). The intervention consists of six sessions for the whole
family and for individual members and focuses on supporting families to talk about the
illness and improving parents’ understanding of their children’s needs. The intervention
is evaluated in a single group pre- post design with follow-up assessment on e.g., family
communication and the child’s quality of life 2 and 6 months after baseline. The second
study is evaluating the Pictorial Support in Person-centered Care for Children
intervention with 40 families of children with cancer aged 5-17 years during methotrexate
treatment (Nilsson et al., 2021). The intervention consists of a pictorial digital reporting
and communication tool that focuses on the child’s reporting of symptoms including e.g.
anxiety, nausea, pain, and sleep using a thermometer and body figure. The child decides
the assessment frequency and the results are visualized with pictures and includes a
gamification component where child receives an avatar. The intervention is currently

being evaluated in a randomized cross-over design with assessments 4 hours before, at
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treatment start, as well as 24 and 48 hours after treatment. No communication model was
specified and due to the limited details regarding the studies we are not able to identify

which NCI core communication functions these studies address.

DISCUSSION

In this scoping review, we identified only one published study, which described
promising feasibility of a communication tool to facilitate dialogue between adolescents,
parents and healthcare professionals regarding treatment preferences and decision making
(Snaman et al., 2021). However, this tool was not reported to have been developed based
on any communication model. Furthermore, our search did not identify any published
results from interventions facilitating communication with younger children. The
excluded studies targeted either communication with parents or healthcare professionals
rather than with the child or did not assess outcomes in children. Even though child-
centered communication has been emphasized in pediatric oncology for several decades,
our results underline that the research focus is very limited and a systematic approach to
communicating about cancer treatment and prognosis with children is still lacking (Essig
et al., 2019; Feraco et al., 2021). Only two ongoing studies were identified; one focusing
on illness communication in families and the other on communication between children
and health professionals about symptoms during chemotherapy treatment (Ldvgren et
al.,2019; Nilsson et al., 2021). Results from these studies will be important for the further

development of child-centered care.
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Moving towards child-centered communication

This review did not identify any communication models used to develop interventions in
pediatric oncology. Engaging in communication with children is complex for healthcare
professionals working in busy clinics, especially because children have widely varied
information needs and competences that change over time (Stein et al., 2019). Still, even
young children may be able to participate in the treatment, care and decision processes if
they are supported and guided by healthcare professionals (Gilljam et al., 2020). Thus,
participation may be key to child-centered communication and may according to Shier
(Shier, 2001) take place at five different levels of increasing child-centeredness, including
being: listened to, supported in expressing their views, having their views taken into
account, involved in decision-making, sharing power, and taking responsibility for
decision-making. As suggested by Decosta (DeCosta et al., 2022), applying Vygotsky’s
theory on zone of proximal development (1978), children may be able to perform tasks
beyond their actual developmental level through scaffolding i.e. a protective and safe
process where they are gently guided to participate and activate their own experiences.
Healthcare professionals may use activities and tools to support the child in safely
engaging and participating in the treatment processes.

Throughout childhood and adolescence, profound changes take place in cognition and
understanding of reality, as well as in the expression, comprehension and regulation of
emotions. When communicating with children with cancer, adults often try to adapt the
message to their developmental level but do not always have the tools and knowledge to
do so successfully (Brand et al., 2017). Several developmental aspects must be considered
when informing and communicating with children: 1) the child’s verbal communication
skills in expressing feelings and thoughts (Yamaji et al., 2022); 2) their desire to reveal

and share with others their thoughts or fears (Jacobs et al., 2015; Stein et al., 2019); 3)
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their understanding of illness as a biological process rather than due to past behavior
(Bares & Gelman, 2008; Brand et al., 2017); 4) their emotional skills and coping style
(Hildenbrand et al., 2011); 5) the primary and secondary effects of the disease and
medical treatment which may negatively affect cognitive and linguistic development
(Brand et al., 2017). Finally, family characteristics such as cultural and personal values
as well as parents’ educational level should be taken into account (Gray et al., 2014;
Marshall et al., 2011; Thibodeaux & Deatrick, 2007). Even though parents play an
important role in communication during care, particularly with small children,
communication should involve the child in order to truly move towards child-centered
care in pediatric oncology. This is fundamentally different from clinical practice in some
settings but may be key to the movement towards child-centered communication and care.
(See Figure 3.2).

Figure 3.2

Moving from traditional family-centered care towards child-centered care
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Proposed new model for practicing child-centered care
The SPIKES model, Six-Step Protocol for Delivering Bad News (Baile et al., 2000) (see
appendix L) has been suggested as a framework for providing unfavorable information in
adult oncology. As illustrated in table 3.2, we propose that this model may be adapted to
facilitate communication in a pediatric oncology setting. In our adaptation for children,
we have highlighted the importance of providing information to both the child and the
parents about the child-centered setting and the benefit of communicating with the child
about their cancer diagnosis and treatment. Furthermore, we have integrated
consideration of children’s varying developmental and cognitive understanding,
emotional skills, ability to communicate and personal preferences by adapting the model
to four age groups (infant and toddlers, pre-school age, school age, adolescents) and by
integrating principles to assist healthcare professionals and parents in communicating
with pediatric patients as proposed by an international expert panel (Stein et al., 2019)
and previous review (Levetown, 2008). As a concrete approach to systematically adapt
communication to the developmental level and preferences of the individual child, we
suggest that each interaction is systematically initiated by asking the child about their
knowledge about the concrete treatment situation.
Furthermore, we have integrated the NCI six core communication functions which are
important for patient-centered adult communication (fostering a healing relationship;
exchanging information; responding to emotions; managing uncertainty; making
decisions; and enabling patient self-management) while allowing adaptation to the
individual child (Epstein & Street Jr., 2007; Sisk et al., 2019) in the following ways:

e To emphasize the NCI communication function on healing relationships, we have

added a step to the SPIKES model regarding establishing child-clinician

relationship characterized by trust, empathy and respect over time by engaging in
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the child’s life and activities. This will be particularly helpful for children who are
reluctant to communicate on their own with people they do not know or trust.

To adapt the NCI function regarding information, we suggest asking about the
child’s knowledge, asking permission to provide information, and asking children
about their understanding of the information provided.

To adapt the function regarding responding to emotions and managing
uncertainty, we suggest asking the child about how they are coping, helping the
child to identify emotions, normalizing emotions, asking about strategies for
managing emotions and asking permission to provide alternative strategies.

To adapt the functions regarding making decisions and self-management to
children, we have integrated participation as the key to the communication
especially in the youngest children. As a concrete approach, it is relevant to invite
the child to participate in the setting and treatment procedures by applying
scaffolding techniques and thus building safely on the child’s own experiences.
Furthermore, in order to underline the child’s agency and build self-efficacy, we
propose that the child is asked permission prior to providing information and

initiating treatment procedures.

The adapted SPIKES model (see table 3.2) may provide a framework for facilitating

child-centered communication in pediatric oncology and for developing concrete clinical

communication tools that may be evaluated scientifically.
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Table 3.2

Child-adapted SPIKES model

Based on Kistler et al., considering NCI functions (Epstein & Street Jr., 2007), principles of participation (Shier, 2001), summary of literature (Levetown, 2008) and expert panel principles for

communication with children and adolescents (Stein et al., 2019).

Set up e  Consider the age and developmental stage of the patient prior to interaction as well as the clinical implications of the illness (emotional, cognitive and physical
state of the patient). This can be achieved through systematically asking the child about their story and their view and knowledge about their cancer diagnosis and
treatment.

e Invite the child and parents into the child-centered setting and inform about the importance and benefit of communicating with the child about the cancer
diagnosis and treatment. “You are then one having treatment today and I would like to talk to you and then we can inform and include your parents afterwards.
Would that be ok with you?”

e  Establish a child-clinician relationship characterized by trust, empathy and respect over time by engaging in the child’s life and activities.

e Ask permission prior to providing knowledge and initiating treatment procedures.

e Invite the child to participate in the setting and treatment procedures by scaffolding techniques and thus building safely on the child’s own experiences.

Infants and toddlers (0-18 months) Pre-school age (2-6) School age (7-12) Adolescence (13-18)
Establishing Use the child’ name. Interact with the ~ Use the child’s name. Interact with the Use the child’s name. Interact with the Use the adolescent’s name. Use the
relationship child using verbal and non-verbal child using verbal and non-verbal child wusing verbal and non-verbal adolescent’s name. Interact with the

communication, e.g., through use of communication, e.g., through use of communication, Ask about the child's life. adolescent using verbal and non-verbal

toys and show play (e.g., blowing toys and show play (e.g., blowing Write down notes and be able to follow-up communication, Ask about the adolescent’s

bubbles). bubbles). Ask about the child's life. at next meeting. life. Write down notes and be able to follow-
Write down notes and be able to up at next meeting.

follow-up at next meeting.

Perception Observe the behavior and emotional Observe the behavior and emotional Observe the behavior and emotional state  Observe the behavior and emotional state of

state of the child and how the childis  state of the child and ask the child of the child and ask the child about what the adolescent and ask the adolescent about
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Assessing  the
Patient’s

Perception

responding to the clinician in the

room.

about what they know about the
specific treatment situation. “Tell me a
bit about what’s been happening
recently?

Also, assess cognitive dimensions
(e.g., causal attribution and social
reasoning), and identify any false

beliefs.

they know about the specific treatment
situation.

“Tell me a bit about what’s been happening
“Also,

dimensions (e.g., causal attribution and

recently? assess  cognitive
social reasoning), and identify any false

beliefs.

what they know about the specific treatment
situation. “Tell me a bit about what’s been
happening recently? “Also, assess cognitive
dimensions (e.g., causal attribution and social

reasoning) and identify any false beliefs.

Invitation
Obtaining the
Patient’s

Invitation

Interact with the child using verbal
and non-verbal communication, e.g.,
through use of toys and show play
(e.g., blowing bubbles). Observe if
the child is

interacting with the clinician. If the

comfortable with
child appears distressed, the clinician
may continue interaction through

play until acceptance is observed.

Interact with the child using verbal and

non-verbal ~ communication,

e.g.,
through use interactive play (e.g., role
play with toys). Observe if the child is
comfortable with interacting with the

clinician. If the child appears

distressed, the clinician may continue
until

interaction  through

play
acceptance is observed.

Interact with the child using verbal and
non-verbal communication, e.g. through
dialogue about the child’s everyday life.
Observe if the child is comfortable with
interacting with the clinician. If the child
appears distressed, the clinician may
continue interaction through dialogue until

acceptance is observed.

Interact with the adolescent using verbal and
non-verbal communication, e.g., through
dialogue about the adolescent’s everyday life.
Observe if the adolescent is comfortable with
interacting with the clinician. If the
adolescent appears distressed, the clinician
may continue interaction through dialogue

until acceptance is observed.

Knowledge
Providing
Knowledge and
Information to

the Patient

Verbal and non-verbal
communication can be used by the
clinician to calm the infant, e.g.,
verbalize the details in the
procedures carried out in a simple

way and using a play approach.

Provide information about the illness

and treatment to the parents to

Ask about what the child knows:
“What do you know about what we are
doing today?”.

Ask permission to provide knowledge.
“Do you want to know a bit more about
it?” Provide knowledge targeted the
child’s level of understanding. Avoid
technical terms. Ask about how the
information was perceived. “What do
think that? Is there

you about

Ask about what the child knows: “What do
you know about what we are doing
today?”.

Ask permission to provide knowledge. “Do
you want to know a bit more about it?”
Provide knowledge targeted the child’s
level of understanding. Avoid technical
terms. Ask about how the information was

perceived. “What do you think about that?

Ask about what the adolescent knows: “What
do you know about what we are doing
today?”.

Ask permission to provide knowledge. “Do
you want to know a bit more about it?”
Provide knowledge targeted the adolescent’s
level of understanding. Include technical
terms, when necessary, but explain what they
mean. Ask about how the information was

perceived. “What do you think about that? Is
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support their interactions with the
child.

something you would like me to

explain further?”

Is there something you would like me to

explain further?”

there something you would like me to explain
further?”

Emotions
Addressing
patient’s

emotions

Observe the child’s emotions and
acknowledge them openly using
verbal and non-verbal

communication.

Support parents to respond to the
emotional needs of their child (e.g.,
by providing reassurance and hugs
for the child)

Babies will not understand that the
required treatment for healing may
be painful, and this can be a major
source of anxiety for them. Warn
parents about this so that they can
calm them through verbal and
nonverbal language during painful

episodes.

Observe the child’s emotions and
acknowledge them openly using verbal
and non-verbal communication. Ask
the child about how they are doing.
“Tell me a bit about how you are doing
today ““. Normalize prevalent emotions
e.g. regarding uncertainty and ask if
that is something the child has
experienced. “Some children say that
they can feel a bit worried about this
and perhaps have a tommy ache. Is
that something you feel now?”

Ask about how the child would like
you and the parents to react and if
relevant give suggestion. “Do you
know what usually helps for this?
Would you like mommy to hold your

hand and give you a hug?”

Observe the child’s emotions and
acknowledge them openly using verbal and
non-verbal communication. Ask the child
about how they are doing. “Tell me a bit

about how you are doing today

Normalize prevalent emotions

e.g.,
regarding uncertainty and ask if that is
something the child has experienced.
“Some children say that they can feel a bit
worried about this and perhaps have a
tommy ache. Is that something you feel
now?”

Ask about how the child would like you
and the parents to react and if relevant give
suggestion. “Do you know what usually
helps for this? Would you like mommy to
hold your hand and give you a hug?”

If the child does not have effective
strategy, ask if they have ideas for
alternative strategies or if they would like
to have suggestions. “So, do you have ideas
for other ways to try? What do you think
your parents would suggest? May I give a
suggestion”. If relevant provide alternative

strategies such as distraction, telling the

Observe the adolescent’s emotions and
acknowledge them openly using verbal and
non-verbal  communication. Ask  the
adolescent about how they are doing. “Tell
me a bit about how you are doing today “.
Normalize prevalent emotions e.g., regarding
anger and ask if that is something the
adolescent  has  experienced.  “Some
adolescents say that they can feel angry about
the unfairness of the disease. Is that
something you feel now?”

Fear of relapse is common in adolescents, as
well as dark thoughts about illness and death.
Provide space to talk about it.

Ask about how the adolescent then usually
reacts and how this works. “So, what do you
normally do when you feel like this? Does
that help?”. If the adolescent does not have
effective strategy, ask if they have ideas for
alternative strategies or if they would like to
have suggestions. “So, do you have ideas for
other ways to try? What do you think your
parents would suggest? May 1 give a
suggestion”. If relevant provide alternative

strategies such as distraction, telling the
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parents and being comforted by the

parents.

parents or friends and being comforted by

them.

Treatment
procedure
When

relevant

Ask the child if they want to
participate in the procedure using
verbal and non-verbal
communication. During the
procedure use distraction e.g., with

toys, singing or body language.

Ask permission to inform about the
procedure. “So do you want to know
about how we are going to do today?”
Inform the child about the procedure.
Ask if the child would like to
participate and ask if it could be a
game. “So how would you feel about
helping me with this? We could
pretend we are playing?” Inform the
child that they can adjust during the
procedure. “So let me know if
something is not right and we will try
to adjust. Is that a deal?” During the
procedure use distraction e.g., with
toys, singing or body language.

Inform the child when the procedure is
over. “Great job- thank you for helping

me out”.

Ask permission to inform about the
procedure. “So do you want to know about
how we are going to do today?” Inform the
child about the procedure.

Ask if the child would like to participate
and if relevant ask if it could be a game.
“So how would you feel about helping me
with this? We could pretend we are
playing?” Inform the child that they can
adjust during the procedure. “So let me
know if something is not right and we will
try to adjust. Is that a deal?” Inform the
child when the procedure is over. “Great

job- thank you for helping me out”.

Ask permission to inform about the
procedure. “So do you want to know about
how we are going to do today?” Inform the
adolescent about the procedure.

Ask if the adolescent would like to
participate. “So how would you feel about
helping me with this? Inform the adolescent
that they can adjust during the procedure. “So
let me know if something is not right and we
will try to adjust. Is that a deal?” Inform the
adolescent when the procedure is over. “Great

job- thank you for helping me out”.

Strategize

Discuss follow-up on treatment with
the parents.

Maintain the verbal and non-verbal
communication with the child while

communicating with the parents.

Ask the child about if they know what
is coming next. Provide relevant
information. Ask the child if they have

any questions before they go.

Ask the child about if they know what is
coming next. Provide relevant information.
Ask the child if they have any questions
before they go.

Ask the adolescent about if they know what
is coming next. Provide relevant information.
Ask the adolescent if they have any questions

before they go.
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STRENGHTS AND LIMITATIONS

This is to our knowledge the first review of communication interventions targeting
communication about cancer treatment and prognosis with children in pediatric oncology,
with a specific focus on pediatric communication models. We applied a systematic
approach for carrying out the scoping review as described by PRISMA to provide an
updated overview of the evidence in the field of child-centered communication in
pediatric oncology. To minimize selection bias, each study was screened by two
independent reviewers. Limitations of this review include the focus on communication
models in pediatric oncology, as models from other diseases such as type 1 diabetes may

have been applied.

CLINICAL IMPLICATIONS

Institutions such as the American Society of Clinical Oncology have provided a guideline
summary for communication with adults (Gilligan, Bohlke, et al., 2018), but further tools
and guidelines are needed to support the systematic engagement of healthcare providers
in building child-centered communication with the pediatric cancer patient. and to
rigorously evaluate their impact (Gorman et al., 2018; Janin et al., 2018; Kaye et al.,
2020). As a next step, development of communication training for pediatric oncologists
(Bylund et al., 2011; Feraco et al., 2018; File et al., 2014; Lin et al., 2020) and parents
based on standardized and consistent procedures and methodologies are necessary (Kaye

et al., 2020; Quaye et al., 2019).
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CONCLUSIONS

It is evident that a shift of mindset is necessary for moving towards child-centered care.

Child-centered communication in pediatric oncology is challenging, and there are
virtually no interventions that focus on communicating with children. This review
identified only one published intervention study and two ongoing studies that focused on
communication with children about their disease and treatment. No pediatric cancer
communication models were identified in the review, and we propose a new model of

child-centered care to further inform future research and practice.
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“Who has a why can endure any how”

Friedrich Nietzsche

Cuando los nifios enferman de gravedad, como es el caso del cancer, es muy probable que
se hagan ciertas preguntas tales como qué les pasa, por qué estan enfermos, si se van a
curar o, incluso, si van a morir. Aunque estas incertidumbres se viviran y expresaran de
forma distinta dependiendo de la edad o nivel de desarrollo del nifio enfermo, se puede
asumir que todos sentiran inseguridad y desasosiego ante la experiencia de su
enfermedad, y que todos requeriran del apoyo de otros (familia, personal sanitario,
amigos) para poder sobrevivir psicolégicamente a esta dolorosa experiencia, sin perder

las cotas més basicas de seguridad y bienestar.

Es tarea de la psicologia estudiar las experiencias de quienes padecen enfermedades
graves, abarcando todos los niveles y aspectos de tales vivencias: desde las creencias
implicitas y a menudo no conscientes del propio paciente, la forma en que interpretan la
informacion que reciben y las reacciones (visibles o soterradas) de los otros, la
experiencia emocional de los pacientes y también de los familiares que les rodean, hasta
la dindmica familiar y calidad de la comunicacion que, a menudo, vienen determinadas
por un desconocimiento de las necesidades reales del paciente. En el caso de los pacientes
pediatricos, el desconocimiento de sus necesidades por parte de los adultos de su entorno
es bastante mas frecuente de lo que se supone y suele ocurrir que estos tiendan a
subestimar o sobreestimar la capacidad del menor para comprender su enfermedad o que

ignoren su genuino deseo de saber lo que les ocurre (Smith et al., 2020).
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Es, por tanto, una obligacion ineludible de la oncologia pediatrica conocer la perspectiva
de los propios nifos y, dado que el tnico modo de acceder a esta es hablando con ellos,
en esta tesis nos hemos aproximado a tal objetivo mediante entrevistas cuidadosamente
disefiadas para obtener informacion sin herir su sensibilidad ni alentar sus temores.
Mediante métodos estandarizados, como los heteroinformes o cuestionarios a padres, no
hubiera sido posible explorar esos aspectos e identificar algunas de las creencias

implicitas que hemos podido observar.

Se ha trabajado con nifios a partir de los 6 afios, edad en la que se puede mantener una
conversacion con ellos con la garantia de que entenderan las preguntas y podran imaginar

situaciones hipotéticas como las planteadas en la entrevista (ver apéndice G).

Esta tesis se ha centrado en tres aspectos de la oncologia pediatrica desde una perspectiva
psicologica: las experiencias emocionales de nifios que padecen algln tipo de cancer, asi
como las de sus propias madres en relacion con el diagnostico y proceso de la enfermedad
del hijo; las concepciones acerca del cancer en la nifiez y temprana adolescencia; y la

calidad o tipo de comunicacién con el nifio enfermo en el seno de la familia.

CONVERGENCIA DE LAS LINEAS DE ESTUDIO: EMOCIONES,

COGNICIONES Y COMUNICACION CON PACIENTES ONCOLOGICOS

Las tres lineas de aproximaciéon de esta tesis han permitido obtener una visién
relativamente amplia de como entienden y viven los nifios su enfermedad, asi como la
experiencia emocional y perspectiva de sus madres sobre las necesidades del hijo de saber

lo que les ocurre. Complementariamente, se ha obtenido informacién de las ideas que
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nifios y adolescentes sanos tienen de las causas del cancer y su pronostico, con el fin de
compararlas con las de los nifios enfermos e identificar posibles creencias falsas en unos
y otros. Esto es especialmente importante ya que dichas creencias pueden influir en la
interaccion con compafieros o hermanos que padecen esta enfermedad, y en la
autopercepcion del nifio enfermo. Asi, por ejemplo, pensar que el cadncer es contagioso
va a determinar una actitud de cautela y alejamiento fisico respecto al enfermo
produciendo en este un creciente sentimiento de aislamiento, uno de los mas frecuentes y
dolorosos para los pacientes pediatricos (Allan, 1989; Lum et al., 2017). O pensar que la
enfermedad ha aparecido como consecuencia de una conducta imprudente (ej., salir
desabrigado) puede conducir a sentimientos de autoinculpacién que en nada benefician
al nifio enfermo (Myant y Williams, 2005; Williams y Binnie, 2002; Zhu et al., 2009). De
igual modo, creer que la emocion que deben sentir para favorecer la curacion es de alegria
o felicidad, puede entorpecer seriamente el contacto del menor con sus emociones reales
e impedir una comunicacion honesta en la familia (Davison et al., 1992; De Raeve, 1997;

Phipps, 2007; Rittenberg, 1995).

El procesamiento emocional de los pacientes oncologicos pediatricos y la comunicacion
de sus estados animicos a sus familiares han sido objeto de estudio reciente en los ultimos
afios. No obstante, como se explica en los estudios 1 y 3, apenas existen trabajos
empiricos en los que se haya explorado el estilo comunicativo de los pacientes con sus
cuidadores principales o el personal sanitario que los acompafa cada dia. Segun nuestros
resultados, la edad del menor estd muy ligada al estilo de comunicacion existente en la
familia, de forma que a los nifios pequefios se les suele ocultar detalles importantes de su
enfermedad y su tratamiento, asi como su diagnostico. Ademas, se tiende a asumir que,
cuanto mas tiempo pase desde el diagnostico del nifio, mejor serd la calidad de la

comunicacion por existir mayor numero de experiencias a las que ambas partes se han
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enfrentado y sobre las que, supuestamente, han tenido que hablar. Sin embargo, estudios
recientes indican que el mero paso del tiempo desde el diagnoéstico no mejora la calidad
de la comunicacion e incluso tiende a entorpecerla, generando mas problemas de los que
podria haber en el inicio de la enfermedad (Cowfer et al., 2021; Keim et al., 2017; Tillery
et al., 2020). No se debe, por tanto, dar por sentado que la experiencia emocional del nifio,
la comunicacion con €l o su comprension sobre la enfermedad, mejoraran con el tiempo
y la experiencia, ya que no todos los niflos se adaptan a la situacion del mismo modo,
tanto a nivel de afrontamiento emocional como comprendiendo su enfermedad (Kury y
Rodrigue, 1995). Si, como adultos, damos por hecho esta relacion, pasaremos a ser
acompafiantes pasivos en vez de modelos de referencia de afrontamiento para los

pacientes pediatricos.

Los resultados generales de este trabajo pueden tener aplicaciones beneficiosas en el
cuidado del paciente oncolédgico pediatrico, favoreciendo su calidad de vida (Rothmund
et al., 2022) y su adaptacion a la nueva experiencia estresante que se ven obligados a vivir
(McDowell, 1996). Entre otros aspectos ya mencionados, insistimos en la necesidad de
promover una comunicacion centrada en el paciente y adaptada a las particularidades
individuales del nifio, tales como sus creencias previas acerca de la enfermedad, sus
expectativas y sus emociones dominantes. Entre los beneficios que podemos obtener
mediante este estilo de comunicacioén honesta y a la vez cuidadosa con las necesidades
del menor, son destacables los siguientes. Primero, el aumento de la confianza de los
nifios en sus familiares y el personal médico, fomentando la adherencia al tratamiento y
la efectividad del mismo (Stein et al., 2019). Segundo, una mejora en la comprension de
su enfermedad y los aspectos relacionados con la misma, siempre que el lenguaje
empleado y la informacion proporcionada se adapten al nivel y condiciéon emocional del

menor (Jalmsell et al., 2016; Stein et al., 2019). Tercero, ayudara a disminuir sus niveles
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de ansiedad o depresion, asi como aumentar la sensacion de respeto, control y seguridad
(Essig et al., 2019; Gorman et al., 2018; Janin et al., 2018; Kaye et al., 2020; Lin et al.,
2020). De este modo, podemos potenciar el rol del paciente oncolégico como agente

activo en su proceso de enfermedad (Jalmsell et al., 2016; Sartain et al., 2000).
Figura 4.1

Relacion de las lineas de estudio abordadas en los estudios 1, 2 y 3

Comunicacién centrada en
el paciente en oncologia
pediatrica

Comprensidn por parte del
paciente oncoldgico de su
enfermedad, el
tratamiento y prondstico

Experiencia emocional del
paciente oncolégico
pedidtrico

Siendo conscientes del vacio que dejamos respecto a edades anteriores a las seleccionadas
en este trabajo, en el estudio 3 de esta tesis se desarrolla un protocolo de comunicacion
adaptado a las caracteristicas sociocognitivas y emocionales de pacientes pediatricos,
desde la primera infancia a la adolescencia. Como se comentd en dicho capitulo,
actualmente los agentes implicados en el tratamiento del cancer pediatrico ya reconocen
la importancia de establecer una comunicacion fluida y sensible con los menores para
promover no solo su bienestar sino también un buen seguimiento del tratamiento (Institute
of Medicine (US), 2001; Mead y Bower, 2000; Ouwens et al., 2010). Pese a ello, sin
embargo, practicamente no existen protocolos que guien a padres y personal sanitario en
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la tarea de comunicar a los nifios su situacion y acompaiarlos a lo largo del tratamiento
siendo receptivos a sus emociones e inevitables incertidumbres (Stein et al., 2019).
Ciertamente, esa tarea resulta mucho mas dificil cuando se trata de nifios muy pequefos
que, por su nivel evolutivo, no entienden lo que les ocurre, viven el sufrimiento fisico
como un castigo y carecen de herramientas para comunicar y autorregular sus emociones
(Yamaji et al., 2022). Este es, sin duda, el reto més dificil para padres y sanitarios, y no
seria honesto decir que el mero conocimiento de las caracteristicas y necesidades del bebé
o el nifio pequefio basten para que desaparezcan su malestar y sufrimiento. Pero si se
puede afirmar que la ignorancia de aquellas tendrd posiblemente consecuencias muy

negativas para el desarrollo del menor y su confianza en los adultos.

LAS NECESIDADES DE LOS PADRES: ;QUIEREN SABER TODO SOBRE LA
ENFERMEDAD DEL HIJO? ;QUE TIPO DE INFORMACION ESPERAN DE

LOS MEDICOS?

Distintos trabajos llegan a resultados no siempre coincidentes en relacion con el deseo de
los padres de saber: algunos estudios (Jithoo, 2010; Kistel et al., 2011) encuentran que,
en general, los padres no buscan mas informacion de la que les dan los médicos (incluso
evitan profundizar en asuntos como el prondstico) y, al menos al principio, no llegan a
entender y procesar toda la informaciéon que se les da. Con el tiempo, sin embargo, la
interiorizacion de esa informacion los hace mas proclives a saber mas de la enfermedad
del hijo. Otros estudios, en cambio, encuentran que los padres prefieren tener informacion
detallada del pronostico, incluso cuando tal informacion les ha provocado un profundo

shock emocional (Mack et al., 2006). Para estos padres, tener informacion les provee de
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herramientas para tomar decisiones sobre el tratamiento de los hijos y para apoyarlos en
el proceso. Es posible que estas diferencias de resultados se deban a variables
metodoldgicas de cada estudio (entrevistas, cuestionarios), pero en cualquier caso nos

advierten de la importancia del tema en cuestion.

La comunicacién padres-médicos se basa normalmente en informacion sobre aspectos
médicos y fisiologicos de la enfermedad y tratamiento, y rara vez sobre aspectos
emocionales. El personal sanitario no suele tener formacion para abordar las secuelas
psicologicas que sufren padres y nifios, por lo que restringen su informacion a aquellos
aspectos en los que son expertos. Es evidente que, para abordar todas las dimensiones de
la enfermedad, es indispensable que exista un equipo multidisciplinar respaldando esa

compleja tarea.

En relacién directa con lo anterior, muchos padres reconocen sentirse superados
emocionalmente por el sufrimiento y experiencias de los hijos y no saben como actuar
cuando estos se quejan o les preguntan por qué han de seguir tal tratamiento, por gué no
se curan, etc. De hecho, la mayoria de los padres carece de las herramientas para decidir
qué, cuando y como comunicar a sus hijos su enfermedad y reconocen su malestar ante
el modo en que el personal sanitario abordd estas cuestiones con el nifio y le reveld el
diagnédstico (Smith et al., 2019). Este sufrimiento emocional los lleva, a lo largo del
proceso, a expresar una urgente necesidad de orientacion y apoyo psicologico. En Espafia,
asociaciones sin animo de lucro como la Federacion Espanola de Padres de Nifios con
Céancer, cumplen funciones de ayuda psicosocial, ademds de educativa y econdémica, a
familias afectadas. Sin embargo, la extraordinaria labor de estas asociaciones no basta
para cubrir las necesidades de los menores enfermos y sus familias, por lo que deberia ser
obligacion del estado incorporar al sistema sanitario, de forma plena y en numero

suficiente, la participacion de especialistas en salud mental y psicooncologia pediatrica.
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Una buena comunicacion parece ser el mejor predictor de calidad de vida del nifio y la
familia; en este sentido, muchos autores destacan la necesidad de formar a padres y demas
agentes en como proceder a la hora de informar y escuchar al nifio, identificando su

capacidad de comprension y sus necesidades reales (Sobo, 2004).

CALIDAD DE VIDA EN PACIENTES DE ONCOLOGIA PEDIATRICA

En los ultimos 60 afios se ha hablado mucho de la calidad de vida del paciente pediatrico
y se ha intentado medir el nivel de calidad con distintos instrumentos estandarizados (Pan,
et al., 2017; Racine et al., 2018; Vlachioti et al., 2016) o, sencillamente, en relacion con
el estadio de su enfermedad (por ej., en remision) y la presencia o no de tratamiento
oncolégico (Eiser, 2004). Desde esta perspectiva, se suponia que la reduccion o
desaparicion de sintomas, asi como la retirada del tratamiento y la vuelta a las actividades
cotidianas (asistencia regular a la escuela, etc.), bastaban para que el nifio recuperara una
buena calidad de vida. Sin embargo, hoy se sabe que estas condiciones ‘objetivas’, no
necesariamente van acompafadas de un aumento real del bienestar de los nifios que han
superado el cancer, ni tampoco de sus padres (Stam et al., 2006). De hecho, se sabe que
los niflos con cancer sufren sintomas y efectos secundarios a corto, medio y largo plazo
tanto de la enfermedad como del tratamiento, que interfieren en su calidad de vida. Entre
ellos, se incluyen efectos fisicos, emocionales, psicosociales y académicos/escolares

(Rothmund et al., 2022).

Por ultimo, es importante considerar que los distintos miembros de la familia pueden tener

vivencias muy diferentes tras la remision de la enfermedad del menor. Por ejemplo,
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mientras que los padres suelen sentir haber recuperado la calidad de vida que tenian antes
de la enfermedad del hijo, este puede no tener la misma vivencia, bien porque parte de su
nifiez o adolescencia ha sido seriamente interrumpida por las exigencias del tratamiento
y sus efectos secundarios (limitando, por ejemplo, su escolaridad, su interaccion con
iguales o sus primeras relaciones afectivo-sexuales), bien por el temor a la recaida o
incluso a la muerte. El problema es que, en general, los padres suelen evitar hablar de esto
y, si surge el tema, tienden a minimizar la preocupacion de los nifios con férmulas del
tipo “no te preocupes, ya estas completamente bien... esto estd superado”, que dejan poco
espacio al menor para seguir expresando sus miedos. Pensemos que, a medida que los
nifios adquieren mayor conciencia de su identidad social y més capacidad de pensar a
largo plazo, lo que suele ocurrir desde la temprana adolescencia, la incertidumbre sobre
su futuro se acenttia y, por ello, el acompafiamiento al nifio o adolescente y la escucha de

sus preocupaciones debe proseguir tras la remision de su enfermedad oncologica.

IMPLICACIONES PRACTICAS

Del conjunto de hallazgos de esta tesis doctoral, destacamos dos vertientes que pueden
desembocar en acciones practicas encaminadas a mejorar la calidad de vida de los

pacientes pediatricos oncoldgicos.

Por un lado, los dos estudios empiricos (estudio 1 y 2) han arrojado resultados que
consideramos relevante difundir entre las personas involucradas en el proceso de
enfermedad del nifio con el fin de dotarles de un mayor conocimiento de las experiencias

y expectativas que pueden tener los menores, muchas de las cuales pasan inadvertidas al
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adulto. Entre los aspectos estudiados, son especialmente importantes los hallazgos sobre
las emociones contradictorias que sienten los nifios, sus creencias erroneas sobre las
causas del cancer, algunas de las cuales pueden ser muy dafiinas para el paciente, o su
deseo no siempre satisfecho de hablar sobre lo que sienten y comunicar sus temores. Estos
y otros aspectos relacionados con las vivencias de los nifios enfermos pueden difundirse
de forma sencilla entre los padres y profesionales sanitarios. Se trataria de elaborar un
manual de caracter divulgativo con informacidon sobre los aspectos mencionados,
considerando los cambios evolutivos y, a la vez, las singularidades individuales y

familiares.

Por otro lado, complementariamente con lo anterior, a partir de los datos obtenidos sobre
la comunicacidon madres-hijos en torno a la enfermedad, la revision de estudios en este
ambito y la de los modelos de comunicacioén propuestos desde la psicooncologia, se ha
elaborado un protocolo de comunicacion adaptado a las distintas edades evolutivas. Cabe
recordar que la revision de la literatura sobre modelos de comunicacion (estudio 3) reveld
que practicamente ninguno estaba dirigido a los propios nifios enfermos. En este sentido,
nuestra propuesta, fundamentada en el conocimiento cientifico del desarrollo en la nifiez
y adolescencia, puede ser de utilidad para orientar a la familia y los profesionales de la
salud sobre como afrontar la comunicacion con el menor. Entre otras cosas, en el
protocolo se destaca la necesidad de eliminar los estilos de comunicacion evitativos que
ocultan informacion relevante para el paciente, sin la cual pueden alimentarse aun mas
sus temores o creencias falsas. Dar al paciente la informacion que este requiera sobre su
enfermedad, tratamiento e incluso prondstico y ayudarle activamente a hablar de sus

emociones es el eje fundamental del protocolo.
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LIMITACIONES Y LINEAS FUTURAS DE INVESTIGACION

Desde el punto de vista metodologico, una de las limitaciones del estudio 1 es haber
entrevistado solo a las madres de los pacientes oncoldgicos, quienes eran las cuidadoras
principales de los hijos durante su ingreso. Hubiera sido muy interesante que participaran
también los padres u otros miembros del entorno proximo familiar para conocer su
perspectiva, experiencias emocionales y estilos de afrontamiento. La familia es un
sistema dindmico en el que los miembros se influyen mutuamente en distintos niveles,
modificando creencias y expectativas, facilitando o dificultando la regulacion emocional,
coincidiendo o no en las decisiones a tomar, etc. En nuestro caso, acceder a otros
miembros de la familia resultaba practicamente imposible por la propia organizacion
familiar y hospitalaria, pero estudios futuros deberian incorporar la perspectiva de los
distintos miembros de la familia y, no menos importante, la de otros agentes, como
enfermeros, médicos, asistentes sociales, que participan activamente en todo el proceso
de enfermedad y tratamiento de los ninos. Los pacientes oncologicos pasan horas o dias
en entornos hospitalarios interactuando con diversos miembros del personal sanitario, por
lo que seria muy necesario estudiar sus creencias sobre las caracteristicas psicoldgicas y
necesidades emocionales de los pacientes pediatricos. Este es un ambito de estudio muy

importante pero que sigue practicamente sin explorar.

El disefio de los dos estudios empiricos ha sido transversal, con las conocidas limitaciones
que conlleva este tipo de disefo temporal. En este sentido, seria muy necesario realizar
estudios longitudinales que pudieran valorar si las continuas hospitalizaciones a las que
se ven sometidos los pacientes modifican su modo de afrontamiento emocional o la

comprension de la enfermedad, asi como la influencia de otras experiencias propias de la
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enfermedad como las recaidas (frecuentes en oncologia pediatrica), trasplantes,

operaciones quirurgicas, quimioterapia/ radioterapia, etc.

Otra de las limitaciones del estudio con pacientes oncoldgicos deriva de la necesidad de
haber tenido que adaptar la entrevista a las condiciones en las que se encontraban los
nifios enfermos. Estos estaban o en hospitalizacion o en remision (acudiendo a una visita
médica el dia de la entrevista), por lo que la entrevista no podia ser excesivamente larga
ni exigente. Por tanto, con el fin de preservar al menor de toda intrusién emocional, la
entrevista se disefid omitiendo preguntas explicitas sobre el riesgo de recaidas o muerte,
entre otros asuntos delicados. Solo si los nifios expresaban ideas sobre esos riesgos, o
atribuciones de responsabilidad al explicar las causas de la enfermedad, se ahond6 en
ellas. De este modo, no se puede asegurar que el resto de participantes no tuvieran también
este tipo de creencias o atribuciones, aunque no las expresaran abiertamente. Esta
limitacion se extiende al estudio 2 con nifios sanos, dado que se empled la misma
entrevista semiestructurada para ambos grupos. En este sentido, seria necesario realizar
estudios que incluyan otro tipo de herramientas metodoldgicas (observacion en contexto;
cuestionarios a cuidadores y sanitarios que proporcionen informacion complementaria
sobre lo que expresan los nifios en distintas fases del tratamiento; etc.) para llenar estos

posibles vacios en el conocimiento proporcionado.

Otra linea de investigacion que puede proporcionar un conocimiento valioso es el estudio
de las creencias acerca del cancer de los propios adultos, y particularmente los padres y
familiares de nifios oncologicos. Saber cudl es el nivel de comprension de personas
adultas, qué atribuciones causales hacen de la enfermedad, puede ayudar a discernir el
papel de la informacioén que reciben los nifios por parte de sus progenitores, ya que en
ocasiones pueden ser ellos los que fomenten, sin ser conscientes, las atribuciones causales

erroneas de los nifios que sufren cancer. Como ejemplo, si los adultos creen que beneficia
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al hijo banalizar su enfermedad asocidndola a dolencias menores (e.g., gripe; malestar
estomacal), pueden terminar alimentando la autoinculpacion del nifio en lugar de

protegerlo de la ansiedad.

Respecto al protocolo de comunicacion propuesto (estudio 3), una limitacion es no haber
incluido en la revision de la literatura investigaciones sobre comunicacion en otras
enfermedades pediatricas cronicas, que podrian haber proporcionado informacion util y
transportable al &mbito oncologico pediatrico. Por otro lado, somos conscientes de que el
modelo propuesto requiere mas desarrollo y profundizacion en el como, cudndo o quiénes
deben informar al paciente pediatrico y qué variables individuales y familiares deben
contemplarse para tomar esas decisiones. Dicho modelo esta basado en el SPIKES model,
desarrollado por médicos oncdlogos para comunicar malas noticias a pacientes adultos,
proporciondndoles apoyo y promoviendo su participacion en el tratamiento. En nuestro
caso, el foco no se centra en comunicar malas noticias (aunque no se obvie esta
posibilidad) sino en cémo abordar con nifios de distintas edades las tareas de informar,
escuchar y apoyar al menor desde el momento del diagndstico. El rango de pacientes a
los que va dirigido (desde bebés hasta adolescentes) es enormemente heterogéneo desde
el punto de vista de sus capacidades cognitivas y socioemocionales, ademas de sus
particularidades idiosincréasicas. Como todo modelo de intervencion o comunicacion, este
debe ponerse a prueba para probar su eficacia. Esta es una tarea pendiente y, sin duda,
muy costosa, pues requerird estudios especificos para cada edad y condicion. Ademas,
dado que el modelo se ha desarrollado con la intencion de poder aplicarse en distintos
paises, esto exigird investigaciones transnacionales que permitan valorar qué aspectos del
protocolo de comunicacidn funcionan bien en distintos paises y cuéles deben adaptarse al
contexto sociocultural de cada uno. Esta es una de las lineas de investigacion que se prevé

desarrollar con el equipo multidisciplinar del que formo parte actualmente.
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El estudio sobre el impacto de la enfermedad del cancer en la infancia y la adolescencia
desde el campo de la psicologia estd en pleno desarrollo. En los ultimos afios, varios
grupos de investigacion han puesto el foco en el cuidado psicolégico de los nifios,
atendiendo a sus derechos como menores hospitalizados. Sin embargo, en la practica se
siguen observando grandes lagunas en la formacion de los profesionales sanitarios que,
en general, actian guiados mas por sus intuiciones y experiencia previa (que, como se
sabe, pueden conducir a notables sesgos de interpretaciéon) que por el conocimiento
cientifico del desarrollo infantil. Lo mismo ocurre con los adultos familiares del nifio
enfermo quienes, logicamente, carecen en su mayoria de conocimientos psicolégicos y
evolutivos, y tampoco cuentan con el apoyo psicosocial necesario que los oriente en todo
el proceso de enfermedad del menor. Es por ello que sigue siendo crucial desarrollar
estudios tanto basicos como aplicados a la practica oncoldgica. Con todas sus

limitaciones, la aspiracion de esta tesis ha sido contribuir en lo posible a esta tarea.
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CONCLUSIONES GENERALES

1. Respecto a las emociones relacionadas con la enfermedad, se han encontrado
algunas diferencias entre madres e hijos enfermos de céancer, y entre los dos
grupos de edad (6-9 anos y 10-14 afos):

a. La emocién mas mencionada por las madres fue el miedo, mientras que
entre los nifios fue la tristeza, aumentando con la edad la prevalencia de
esta emocion.

b. Inesperadamente, la emocion de felicidad fue mencionada por mas de la
mitad de los enfermos de ambos grupos de edad, y en ninglin caso por las
madres. Tal emocion se asociaba explicita o implicitamente a una forma
de ‘pensamiento positivo’ necesario para mejorar o curarse.

c. Solo los nifios mayores (10-14 anos) revelaron tener miedo y
pensamientos ‘oscuros’ sobre su presente o futuro.

2. En relacién con el tipo de comunicacion en las familias, se han encontrado
diferencias en funcién de la edad de los pacientes: con los nifios de menor edad
(6-9 afios), la tendencia es ocultarles informacion sobre su enfermedad y hablar
poco sobre ella, mientras que con los mayores (10-14 afos) se tiene una
comunicacion mas honesta y continua.

3. En cuanto al deseo de los nifios enfermos de hablar sobre su situacion, casi todos
expresaron la necesidad de comunicar con otros, fundamentalmente con
familiares, y poder hablar de sus emociones. Solo los nifios cuyas madres
expresaron sentir ansiedad frente a la enfermedad del hijo se mostraron reacios a

compartir sus emociones con ellas. En la misma direccion se expresaron los
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participantes sanos, destacando la necesidad del enfermo de hablar de sus
vivencias con seres cercanos.

4. Respecto a la comprension del cancer y expectativas de prondstico, se han
encontrado diferencias:

a. Entre nifos enfermos y sanos, los primeros mas optimistas que los
segundos en su consideracion del pronostico y severidad de la enfermedad
y sin ninguna mencioén del riesgo de muerte.

b. Entre los dos grupos de edad, los mayores proporcionando respuestas mas
elaboradas y menos falsas creencias sobre las causas del cancer que los
nifios de menor edad, lo que parece confirmar que es la edad evolutiva, y
no la experiencia con la enfermedad, la que promueve el cambio
conceptual en la representacion de la enfermedad.

5. Larevision de modelos de comunicacion-centrada-en-el-paciente ha revelado
que, en los ultimos afios, se han desarrollado algunos protocolos de
comunicacion con el paciente oncologico adulto, pero ninguno dirigido a los
nifios que sufren cancer. Dada esta carencia, se ha propuesto un modelo de
comunicacion con una perspectiva evolutiva que cuenta con el consenso de
profesionales internacionales que trabajan en el &mbito de la oncologia
pediatrica desde distintas disciplinas.

6. Es imprescindible que las futuras intervenciones psicologicas en oncologia
pediatrica atiendan al nivel evolutivo de los nifios y sus capacidades
socioemocionales; que ofrezcan explicaciones a los pacientes sobre la
enfermedad que sufren, promuevan un espacio seguro en el que puedan expresar

sus emociones y faciliten un estilo de comunicacion centrada en el paciente.
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GENERAL CONCLUSIONS

1. Regarding the emotions related to the illness, some differences have been found
between mothers and children with cancer, and between the two age groups (6-9
years and 10-14 years):

a. The emotion most frequently mentioned by mothers was fear, while
among children it was sadness, with increasing prevalence of this emotion
with age.

b. Unexpectedly, the emotion of happiness was mentioned by more than half
of the patients in both age groups, and in neither of the mothers. This
emotion was explicitly or implicitly associated with a form of 'positive
thinking' necessary to recover or heal.

c. Only older children (10-14 years) revealed having fear and 'dark’ thoughts
about their present or future.

2. In relation to the type of communication in families, differences were found
according to the age of the patients: with younger children (6-9 years), the
tendency is to hide information about their illness from them and to talk very little
about it, while with older children (10-14 years) there is more honest and frequent
communication.

3. Regarding the desire of the ill children to talk about their situation, almost all of
them expressed the need to communicate with others, mainly with relatives, and
to be able to talk about their emotions. Only children whose mothers expressed
anxiety about their child's illness were reluctant to share their emotions with them.
The healthy participants expressed the same opinion, emphasizing the need for

the ill person to talk about his or her experiences with those close to him or her.
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4. Regarding the understanding of cancer and prognostic expectations, differences
were found:

a. Between sick and healthy children, the former being more optimistic than
the latter in their consideration of the prognosis and severity of the disease
and without any mention of the risk of death.

b. Between the two age groups, older children provided more elaborate
answers and fewer false beliefs about the causes of cancer than younger
children, which may confirm that it is developmental age, and not
experience with the illness, that promotes conceptual change in the
representation of the illness.

5. The review of patient-centered communication models has revealed that, in recent
years, some protocols for communication with the adult cancer patient have been
developed, but none aimed at children with cancer. Given this lack, a
communication model with a developmental perspective has been proposed with
the consensus of international professionals working in the field of pediatric
oncology from different disciplines.

6. It is important that future psychological interventions in pediatric oncology attend
to the developmental level of children and their socio-emotional capacities; that
they offer explanations to patients about the disease they are suffering, promote a
safe space in which they can express their emotions, and facilitate a patient-

centered communication style.
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Emotional Experience and Type of
Communication in Oncological
Children and Their Mothers: Hearing
Their Testimonies Through Interviews

Paula Barmios®, Neana Enesco and Elona Varsa
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The emotional experioncs and the type of communication about cancer within the Emiy
ara mportant Bctors for successiul coping with pediatric oncology. The main puposa &
to shudy mothar's: and childron's emofional expanonces concaming cancar, whiathar thoy
communicalo opanly about the discase, and relationships batwean the type ol
communication and tha diflarent emolions axpressad by tha children. Fifty-two cancar
patients agad 6-14 yoars and thar mofhars weno interviowed in separate sessons about
the two caniral themes of the study: emotional experances and typa of communication.
Analysas of responss categonos wars parformad o subsequantly compan e aga-groups
and the mother—child responses. Acconding to the results, mothers expressad emotions
such as lear, sadniess, or andaty, whils childran nepont sadness, pamn, but also happinass.
Significant positive comalations were obsarved batwean mothars” sadnass and oldar
childran's sadness. mothars” ariety and children's fear, and molhers” anaety and children's
happiness. Ragarding communication ype, mothers tend io hide informabion about the
disaase from younger childmn and to provide direct information to the older childran.
Children usually prefer io communicats fheir concames to parenis; however, children whose
mothars comvey anxlety are more likaly io preler o communicate with others. Thesa
thar iiness in an ape-appropriate way, and encouraging fhem to share ther emotional
enpaniences. Further studies ans neadad from a devalopmantal parspactie o undarstand
tha disaasa managamant of children and families.

way Bnoology, %, omaotions, communicaion. Iniorvisws

INTRODUCTION

The incidence of cancer during childhood has grown in the past decade scross the workd
and, nowadays, i the fint came of death by disease among children In Western countries.
Although most of the oncological children survive cancer (5-year cancer survival exceeds
S50'% of the dugnosed; Erdmann ot al, 2020), the lness process entslls long trestments
and painful procedures with high levels of stress and psychologial discomifort (Vack o al,
2001). Apart from the impact (e disssse has on (he orgeniestion of fxmily e snd on
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DICTAMEN DEL COMITE DE ETICA DE LA INVESTIGACION CON MEDICAMENTOS

DA % Angeles Garcla Teresa, Presidenta del Comité de Stica do la Invesligacen con
medicamentos del Hospital Infanti! Univarsitano Nifio Jesos de Madrd.

CERTIFICA

Que este Comité ha evaluado 13 propuesta del investigador principal para que se realice el
proyecto de lnvestgacon codigo intermo: R-0073117, lilwade: “ONCOLOGIA INFANTIL
COGMICIONES ASOCIADAS Y CORRELATOS EMOCIONALES © y considora que

Fl proyecto do investigacion ye pluntea siguiendo los raquisitos da la | ey 14,2007, de 3 de Julio,
de liwestigackdn Biomedics y el RD 1716/2011 y su reallzacion es partinents,

La aprabacitn del proyecto de investigacon Incluye los sigulentes documentos:

Protecolo Version 3.0, febmro 2018.

Hoja consenlimiento mayores 12 afios. Varsion 3.0 febirero 2018
Hoja consentimiento padros. Yersidn 3.0 febrerp 2018,

Hoja informacién padres, Version 3.0 febrero 2018.

Hoja informacien mayores 12 afes Vaisidn 3.0 Febrero 2018
Consentimiento servicio

Compromiso investigador.

CV. P, y Tutor.

Se cumplen los requisitos necasarios de idaneidad del protocolo en relacion con on objetivos del
estudio, y estan justificados los riesgos y molestias previsibles para el sujeto, teniendo en cuenta
lox beneficios esperados

El procedimicnlo para abtener el consentimiente informado, incluyendo la hoja de infarmacion
para los sujotos, y &l plan de reclulamiento de sujctos pravistes, es adecuado

La vepucidad del investigador y sus colaboiaduees, las instalaciones y medios disponities san
aproplacos pad llevar a caboe el estudio.
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C. HOJA DE INFORMACION PARA PADRES

Hoja de informacion para padres vy madres
Estimados Padres v Madres:

Me complace presentarles a Paula Bamios Sevillano, Graduada en Psicologia por
Umiversidad Complutense de Madnd (2013), graduada por el Master de Psicologia
General Samtana en la Universidad a Distancia de Madnd (2017) y actual estdiante de
doctorado en psicologia evolufiva per la Universidad Complutense de Madnd.

mvestigacion sobre las concepeiones acerca del cincer en nifios y preadolescentes, sanos
y enfermos. Es sabido que muchos nifios e incluso adultos henen ideas distorsionadas o
creencias falsas sobre las cansas del cancer que pueden dificultar la adaptacion social ¥
el ajuste emocional de los nifios enfermos. La mvestigacion de los dos dltimos decenios
ha poesto de manifiesto la importancia de conocer estas creencias implicitas para
ayudarles a comprender racionalmente la enfermedad y, en ultima instancia para
desarrollar programas de intervencitn basados en el conocimiento cientifico ¥
contrastando su eficacia.

Para llevar a cabo su estudio, denommado "Oncologia pediatnca: cogniciones asociadas,
comelatos emocionales y comumicacion en la famihia”, Paula necesita entrevistar
mdividualmente a cada participante. Dicha entrevista se reabiza en una sala del hospatal
previamente establecida y su duracion aproximada es de 15 mimufos. Para poder analizar
de forma adecuada las respuestas de los mifios, la comversacion debe remstrarse en
grabadora. Postenormente. se tramscmbird la emfrevista y los datos se anahzaran
exceptuando su edad y género. Tras finalizar la investigacion, pondremos a disposicion
del Centro el informe final del estudio al que Uds. podran acceder. en caso de estar
mteresados.

Por todo ello, solicitamos su valioza eolaboracidn y les pedimos su consentimiento para
entrevistar a su hijo/hija En caso de acceder a que su hijo o hija participe en este estudio,
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le rogaria que lo mdicara firmando en la hoja de consentimiento. Es un estudio vohmtano,
por lo que tienen derecho a revocar la participacion en el mismo.

En cuants a los benefirios de participar en este estudio, se encuentra la valinsa aportacion
al rumdo de la investizacién de la oncologia desde 1a perspectiva de la psicologia Este
estudio podra ayudar a ahondar en conocimientos relacionadas con la enfermedad y de
este modo entender edmo la comprenden y procesan los mifins, para poder realizar
protocolos de intervencion psicolégica y dar patas a los familiares de los nifios de cdmo
afrontar esta estresante sitmcion, tanto ellos como los nifios.

Bespecto a los inconvenientes/ nesgos que puade tener participar en este estudio, podria
ser la apanicion de ciertas preguntas en los nifios respecto a la enfermedad que es posible
que deban ser abordadas para calmar las dudas que puedan surgirles.

Este estudio se realiza bajo la normativa de la Ley Orgénica de Proteccidn de datos de
caricter personal, la ley de mvestigacion biomédica 172002007 y la ley de anfonomia del
paciente 42/2002.

Agradeciendoles de antemano su colaboracion, reciban un cordial saludo,

Dra. lleana Enesco Arana
Catedritica de Psicologi
Facultad de Psicologia, UCM.
Teléfono: 91-394-30-84.

E-mail° ienesco@ipai nem es

196




APENDICES

D. HOJA DE CONSENTIMIENTO DE LOS PADRES

Hoja de consentimiento firmado para padres v madres

Yo DVDa . .. por la presente y tras haber

leido y comprendido la informacion relacionada con el estudic “Oncelogia pedidtrica:

cogniciones asociadas, correlates emocionales y comunicacidn en la familia™,

estudio y ser entrevistado por la investizadora principal Paula Barrios Sevillano, y a
que s realice una grabacion de voz de la misma

Entiendo que la participacion de m hijo es vohmtania y que puedo retirar a mi hijo del
estudio cuando desee y sin tener que dar explicaciones.

Y para que asi conste y surta los efectos oportunes, finmo el presenteen ...

Firma del Padre/Madre o Tutor
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E. HOJA DE INFORMACION PARA NINOS

Hoja de informacion para nifios

Buenos dias.

Soy Paula Bamos, estudiante de doctorado en Psicologia por la Unmversidad Complutense de
Madnd Estoy realizande una mvestigacion sobre las ideas que benen lo: nifios de distimtas edades
acercs de temyl imypertante: relaconsdes con lis enfermedades.

Para ells, estoy mealizands unas entvevistas mdniduales, que s¢ realizan &6 wna zala del bospatal

¥ dura aprocomada es de 15 monuies. Para poder analirar las respuestas mis adelante debo grabar
lavor Después ressenbaré la entrevists v los dates ss anahzaran anonrmamente. es decir, sm dar
detalles, solo sobre la edad y el sexo.

Agradeciendo de anfemano tu colzboracion, te mando un saludo.
Fde:

Paula Barnies Sevillans
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. HOJA DE CONSENTIMIENTO DE NINOS MAYORES DE 12 ANOS

Hoja de consentimiento firmado para nifios mavores de 12 afos

X0, e as e seseeeeneny POT 12 presente ¥ tras haber leido y
comprendido la informacion relacionada con el estudio realizado por Paula Barrios
Sevillano.

Me presento como vohmtario para participar en dicho estudio y ser entrevistado por la
investigadora principal, ¥ a que se realice una grabacidn de voz de la misma.

Firma del participante en la investigacion
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G. PROTOCOLO DE ENTREVISTA

Oncologia pediatrica: cogniciones asociadas, correlatos emocionales y

comunicacion en la familia

CUESTIONARIO SOCIODEMOGRAFICO

—

Sexo.

Edad.

Numero de hermanos.

Posicion dentro de los/ as hermanos/ as.

Quienes conviven en la misma casa.

Nivel socioecondmico: bajo, medio, alto.
Profesion/ nivel de estudios del padre y la madre.

Creencias religiosas.

A S IR AN L e S

Tipo de cancer que ha suftrido el nifio/ a.

ENTREVISTA SEMIESTRUCTURADA: MADRES DE PACIENTES
ONCOLOGICOS

Enfermedad y pronostico

Os voy a hacer algunas preguntas relacionadas con la enfermedad de vuestro hijo/ a y con

como lo vivisteis vosotros.

1. ;Cuéndo os enterasteis de que estaba enfermo?

2. Respecto al prondstico, ;cémo fue vuestra reaccion?
Emociones asociadas y comunicacion con el/ 1a nifio/ a

3. (Qué emociones sentisteis en el momento del diagndstico?

4. ;Como se lo comunicasteis a vuestro hijo/ a?
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ENTREVISTA SEMIESTRUCTURADA: NINOS (SANOS Y ENFERMOS)

NOTA: En azul se ven las preguntas de la entrevista.
Identificando la enfermedad
Objetivos: conocer si identifican o no la enfermedad como cancer y nivel de comprension
de la misma.
Estoy preguntando a nifios de tu edad lo que piensan sobre un tema muy importante. ;Te
importaria ayudarme? Voy a ensefarte unos dibujos y tienes que decirme qué hay en
ellos.
[Se presentan virietas 1 y 2]
Este nifio se llama Jorge. Jorge esta enfermo.

1. ;Qué crees que le pasa a Jorge? ;Por qué?

2. Cuando alguien enferma de eso, ;Qué crees que le pasa?

[En caso de que el nifio NO identifique la enfermedad como céncer]
1. Te voy a decir lo que le pasa a Jorge. Jorge tiene cancer. ;Sabes qué es el
cancer?

2. Cuando alguien enferma de eso, ;Qué crees que le pasa?

Causas de la enfermedad

Objetivos: identificacion de las atribuciones de causas de la enfermedad o contagio.
Indagar en respuestas relacionadas con: contagio, virus, causas relacionadas por golpes
fisicos, predisposicion genética para sufrir cancer, contaminaciéon del ambiente,
conductas imprudentes (como fumar), alimentacion o causas aleatorias de la enfermedad
(ejemplo: pasa porque si)

1. ;Por qué crees que Jorge ha enfermado?

Ahora voy a ensefiarte otros dibujos en los que hay mas nifios con la misma enfermedad
que tiene Jorge.
[Se presentan virietas 3 y 4]

1. ;Crees que han enfermado por lo mismo que Jorge?
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Severidad y pronostico
Objetivos: conocer la gravedad percibida de la enfermedad, si la entienden como mortal
o curable y el pronostico que tiene.
1. (Es grave lo que tiene Jorge?: muy grave, grave, poco grave, nada grave.
2. (Crees que se va a curar?
3. (Cuanto tiempo crees que necesita Jorge para ponerse bien? Unos dias, semanas,
meses, afos...

4. ;Crees que todas las personas necesitan el mismo tiempo para ponerse bien?

Emociones asociadas
Objetivos: identificar emociones asociadas a la enfermedad y ausencia o presencia de la
comunicacion de las mismas con las figuras de referencia o personal médico. Hacer
énfasis para obtener respuestas relacionadas con algunas de las respuestas comunes o
nuevas emociones que puedan nombrar: miedo, tristeza, enfado, dolor fisico,
aburrimiento, soledad, vergiienza, preocupaciéon o alegria (esta ultima indagar a qué se
relaciona: ;pensamientos positivos o falsas creencias relacionadas con la necesidad de
estar contento y positivo para ponerse bien?)
Como ves en estos dibujos, Jorge estd en el hospital.

1. ;Como crees que se siente Jorge?
(Crees que los demas nifios se pueden sentir igual que €1?
(Qué les hace sentir peor?
(Qué les hace sentir mejor?
(Crees que puede hacer algo para sentirse mejor?
(Crees que seria bueno poder hablar con alguien sobre como se siente?

(Con quién?

© NS kWD

(Crees que se siente mejor después de decir como se siente?
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VINETAS DE LA ENTREVISTA SEMIESTRUCTURADA

Viiietas 1y 2

HOSPITAL

‘ .
\

Viietas 3y 4
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H. INSTRUCCIONES PARA CODIFICADORES

A continuacion, se le facilitara el protocolo de entrevista semiestructurada utilizada en
este estudio. Como vera, se diferencian dos protocolos distintos: el primero es una
entrevista semiestructurada realizada a padres y madres de nifios con cancer; el segundo,
es una entrevista semiestructurada que se ha llevado a cabo en dos muestras distintas:

nifios con cancer y nifios sanos.

Para el proceso de codificacion y posteriormente el andlisis de los datos, debera contar
con los protocolos de los distintos participantes, tanto en los audios de las entrevistas

como en las transcripciones escritas de las mismas.

Es importante remarcar que el proceso de codificacion es privado y confidencial. Por
tanto, no debe consultar las decisiones que tome con otros codificadores. Posteriormente,
cuando haya finalizado dicho proceso, podra reunirse con los demés codificadores para
tomar decisiones sobre datos de la entrevista en los que se tengan dudas acerca de la

codificacion.

1. Se comenzaré con la codificacion de la entrevista de padres y madres de nifios con
cancer. A continuacion, se realizara la entrevista de nifios con céncer y la de nifios
sanos.

2. Siguiendo el orden en las transcripciones escritas de las entrevistas, se llevara a
cabo la codificacion registrando las respuestas en la “hoja de codificacion™ que se
adjunta. Debe indicar el nombre del codificador, asi como el niimero de

identificacion del participante.
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3. Respecto a la codificacién en las distintas categorias: debera identificar la

presencia o ausencia de cada categoria primaria (ej.: emocidén) y categoria
secundaria (ej.: tristeza) en el protocolo de entrevista. Note que puede encontrar
respuestas que pertenezcan a las categorias en preguntas diferentes a lo largo del
protocolo (ej. En la pregunta relacionada con el tipo de comunicacién, un
participante habla de que siente tristeza en el momento de diagnostico; por tanto,
se codifica “tristeza” en la categoria primaria de emocion, aunque estemos en la
seccion del protocolo de entrevista relacionada con la categoria primaria de
comunicacion).

Es probable que encuentre algunas respuestas que concuerden con categorias
secundarias no incluidas en la hoja de codificacién, ya que dichas categorias se
establecen a priori en funcion de respuestas relativas a estudios previos y al
estudio piloto, y las diferencias individuales en ocasiones provocan respuestas no
incluidas previamente. Andtelas, y se afiadirdn a las categorias secundarias a
posteriori.

Es importante que evalte cada categoria de una forma objetiva y profesional. No
se deben realizar inferencias o interpretaciones, y en los casos en los que haya
dudas sobre la inclusion en una categoria u otra de una respuesta, se debera

consultar al acabar el proceso de codificacion con el resto de codificadores.



I. MANUAL DE CODIFICACION

APENDICES

NOTA: A lo largo del manual de codificacion que se presenta a continuacion se exponen

distintas preguntas las cuales se formulan para corroborar que el participante ha centrado

su atencion o para contextualizar en un tema concreto las preguntas que se realizan a

continuacion. Dichas preguntas de indagacion (probe questions), como se observa,

corresponden varias de ellas a las mismas categorias de respuestas; por tanto, se justifica

la falta de codificacion de las mismas ya que la informacion que recogen corresponde a

las subcategorias de analisis ya existentes.

ENTREVISTA 1: MADRES DE NINOS/ AS CON CANCER

Preguntas y Categorias
primarias

Categorias secundarias

Ejemplos de respuestas

1. Reaccion emocional
ante el prondstico
/Cuadndo os enterasteis de
que vuestro hijo estaba

enfermo?

¢ Cual fue vuestra reaccion
ante ese diagnostico?

;Qué emociones sentisteis
en el momento de
diagnostico?

1. Emociones:
1.1. Miedo
1.2. Enfado/ rabia
1.3. Tristeza
1.4. Frustracion/
impotencia
1.5. Ansiedad/ angustia
1.6. Culpa

1.1.  “Senti miedo, susto”
“Miedo a que vaya mal, a
que ella lo pase mal”

1.2.  “Rabia, preguntarte
por qué” “Mucha rabia”
1.3. “Dolor, mucho dolor
y tristeza” “Nos sentiamos
demasiado tristes”

1.4.  “Impotencia porque
no puedes hacer mucho”
“Impotencia porque no la
puedes ayudar”

1.5.  “Mucha ansiedad y
angustia, multiplicado por
1000 “Nervios, muchos
nervios y angustia”’

1.6.  “Culpa por no saber
si ha sido algo que he hecho
mal” “Tipicos sentimientos
de culpa porque no lo han
visto antes”

2. Comunicacion con el
nifo respecto a la
enfermedad

¢/ Como le comunicasteis que

estaba enfermo?

2. Comunicacion con el
nifo:
2.1. Directa y honesta
2.2. Matizan la
enfermedad
2.3. Ocultan la
enfermedad

2.1 “Y yo la verdad es
que la expliqué todo, le dije
que tenia una cosa en el
cerebro que se tenia que
quitar, le dije que muy
probablemente se le iba a
quedar una parte del cuerpo
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inmovilizada, pero que con
rehabilitacion iria mejor. La
verdad es que le expliqué
mucho” “Se lo conto todo la
oncologa, le dieron un
librito en el que le explicaba
todo”

2.2 “Le dijimos que
tenia un tumor, pero como
era tan pequerio no le
dijimos la gravedad de lo
que tenia” “La verdad es
que tampoco llega a
entender mucho porque
claro es muy pequerio, él
sabe que tiene una manchita
ahi, que tenemos que venir a
hacerse revisiones para que
no crezca, pero nada mas.”
2.3 “No le hemos dicho
nada”

“No le dijimos nada, ni le
hablamos de quimioterapia
ni nada”
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ENTREVISTA 2: NINOS/ AS CON CANCER Y NINOS/ AS SANOS

Jorge? ;Por qué?

Cuando alguien enferma de

eso, ;Qué crees que le pasa?

1.2. Otras enfermedades

Preguntas y Categorias | Categorias secundarias Ejemplos de respuestas
primarias
1. Identificacion dela | 1. Identificacion de la 1.1.  “Tal vez esté
enfermedad enfermedad: enfermo de cancer” “Tiene
;Qué crees que le pasa a 1.1. Cancer leucemia o un tumor”

1.2.  “Leduele la
garganta” “Esta malo y
tiene fiebre, tiene dolor de
tripa”

2. Atribucion causal
del cancer
Te voy a decir lo que le pasa

a Jorge. Jorge tiene cdncer.

/Sabes qué es el cancer?

Cuando alguien enferma de
eso, ;Qué crees que le pasa?
JPor qué crees que Jorge ha
enfermado?

/Crees que los demds nifios
han enfermado por lo mismo

que Jorge?

2. Causas de la
enfermedad:

2.1. Anecdética/ sin
respuesta
Conducta
imprudente puntual/
Higiene
Alimentacion
Golpe
Contagio
Virus-Bichos
Predisposicion
Contaminacion
relacionada con el
medio
Aleatoria

2.2.

2.3.
24.
2.5.
2.6.
2.7.
2.8.

2.9.

2.1.  “Nolosé” “Pues
que se le haya caido el pelo
y se lo hayan cortado™

2.2.  “Que habra comido
algo del suelo” “Que no se
queria poner el abrigo y se
constipo”

2.3.  “Pues que han
comido mal muchas veces”
“Por la alimentacion, por
no comer bien, que no se
alimentan bien”

2.4.  “Que se ha dado un
golpe muy fuerte” “Porque
se habran caido o se
habran hecho algo”

2.5. “Pues que haya
entrado en un sitio y que
tenga ese virus” “Porque
se ha contagiado”

2.6.  “Te pones malito
porque en el suelo hay virus
cuando lo pisas” “Ha ido a
ver a su padre al hospital, y
¢l también tenia cancer, y le
ha pegado un virus”

2.7.  “Ha nacido
enfermo, mal” “Ha nacido
asi”

2.8.  “Que haya tomado
agua sucia” “Estar en una
central nuclear”

2.9.  “Pasa asi por el
azar” “Sale de repente”
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a emociones
negativas
/Qué les hace sentir peor?

emociones negativas:

7.1. Sensaciones fisicas
(dolor, malestar,
pérdida de pelo,

hinchazén)

3. Severidad 3. Severidad 3.1. “Esmuy grave lo
JEs grave lo que tiene 3.1. Muy grave que tiene” “Es muy grave
Jorge? 3.2. Grave lo que le pasa”

3.3. Poco grave 3.2.  “Esgrave” “Si, es
grave”
3.3.  “No es muy grave”
“Es poco grave”

4. Pronostico 4.  Prondstico 4.1.  “Se puede morir

¢ Crees que se va a curar? 4.1. Mortal porque es muy grave esta
4.2. Curable enfermedad”
4.2. “Se va a curar”
“Si, se curard”

5. Tiempo de curacion | 5. Tiempo de curacion 5.1.  “Tarda en curarse
/Cuanto tiempo crees que 5.1. Dias/ Semanas unas semanas’ “‘Se curarad
necesita Jorge para ponerse 5.2. Meses/ Afios en unos dias”
bien? 5.2. “Se pondra bien en

unos meses”” “Un ario y
;Crees que todas las algo, y unos seis meses”
personas necesitan el mismo
tiempo para ponerse bien?

6. Emociones 6. Emocionesy 6.1.  “Siente miedo” “Le
;Como crees que se siente sentimientos: da miedo”

6.1. Miedo 6.2.  “Triste” “Esta triste
Jorge? 6.2. Tristeza por el cancer”
6.3. Alegria 6.3.  “Positivo, creyendo
6.4. Dolor (fisico) que va a salir adelante”
6.5. Aburrimiento “Contento por ver como
/Crees que los demds nifios 6.6. Enfado mejora cada dia” “Estd
6.7. Soledad alegre”
se pueden sentir igual que 6.8. Vergiienza 6.4.  “Le duele mucho”
6.9. Preocupacion/ “Dolorido”
el? ansiedad 6.5.  “Esta aburrido”
“Aburrido en el hospital”
6.6.  “Esta enfadado”
“Siente enfado”
6.7.  “Se siente solo”
6.8.  “Avergonzado”
“Siente vergiienza”
6.9.  “Esta preocupado”
“Muy agobiado los
primeros dias”
7. Factores asociados | 7. Factores asociados a 7.1.  “La enfermedad. Yo

estuve con unos dolores de
cabeza que no podia ni
soportarlos yo” “Las
quimios, les revuelven
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7.2.

7.3.
7.4.

7.5.

7.6.

7.7.

7.8.

Ausencia de la
familia

No acudir al colegio
Falta de relaciones
sociales y amigos
Pensamientos
negativos
Inactividad/
ambiente
hospitalario
Actitud del
compaiiero de
habitacion

Sin respuesta

mucho y les hacen estar
malitos”

7.2.  “No puede ver a su
familia” “Que se tenga que
ir su familia”

7.3. “A mi lo que mas
me importaba al principio
era los estudios” “No es lo
mismo que antes porque
antes tu vas al colegio”
7.4.  “Sise siente mal y
no le cae bien nadie alli”
“No puedes ver a tus
amigos”’

7.5.  “Cuando se
encierra en su mundo, y ve
que no hay salida™
“Cuando tiene momentos
de pensar”

7.6.  “No tiene una vida
como la que él tenia” “No
puedes salir”

7.7.  “Por la actitud del
compariero de habitacion”
7.8.  “Nosée”

8. Actividades que
mejoran el estado
emocional

¢ Crees que puede hacer algo

para sentirse mejor?

Actividades que mejoran
el estado emocional:

8.1.
8.2.
8.3.

8.4.

8.5.

8.6.

Visitas

Juegos

Relaciones sociales/
amigos en el
hospital

Adaptacion al
ambiente
hospitalario

Acudir al colegio
del hospital o
realizar actividades
académicas

No sabe/ no contesta

8.1.  “Pues que venga
gente a visitarle” “Que
estén alli con su familia”
8.2.  “Los mismos juegos
con los que juegan en
casa” “Salir a jugar”

8.3. “Intentar ayudarle
a hacer amigos” “Que sus
amigos le animen”

8.4.  “Intentar que se
adapte un poquito mas al
hospital”

8.5. “Pues te pones a
hacer deberes y ya se te
olvida todo” “También el
cole también te ayuda a
olvidar todo esto de los
médicos, tu estas en clase
tranquilo”

8.6. "Nosé”

9. Comunicacion de
estado emocional

Comunicacion de estado
emocional;

9.1.
9.2.

Si
No
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/Crees que seria bueno
poder hablar con alguien

sobre como se siente?

10. A quién comunican
¢/ Con quién?

10.

A quién comunican

10.1. Padres y familiares

10.2. Amigos

10.3. Personal sanitario

10.4. Psicologos

10.5. Otros nifios/
personas que
hayan pasado por
la misma
experiencia

10.1.  “A sus padres”
“Con sus papas, sus
primos, sus familiares”
10.2.  “A sus amigos” “A
los amigos del cole”

10.3. “Se lo puede decir a
las enfermeras” “A los
médicos y enfermeras”
10.4. “A un psicologo”
“A la psicologa del
hospital”

10.5.  “A otros nifios que
hayan tenido lo mismo” “A
otros nifios que hayan
tenido cancer”
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Codificador/ a:

J. HOJAS DE CODIFICACION

Numero de identificacion del/ l1a participante:

ENTREVISTA 1: MADRES DE NINOS/ AS CON CANCER

APENDICES

Categoria primaria | Categoria Presencia/ Si Ausencia/ No
secundaria
1. Reaccién Miedo 1 0
emocional ante | Enfado/ rabia
el prondstico Tristeza
Frustracion/
impotencia
Ansiedad/ angustia
Culpa
2. Comunicacion | Directa y honesta
con el nifio Matizan la
respecto a la enfermedad
enfermedad Ocultan la
enfermedad

ENTREVISTA 2: NINOS/ AS CON CANCER Y NINOS/ AS SANOS

Categoria primaria

Categoria secundaria

Presencia/ Si

Ausencia/ No

1. Identificacion
de la
enfermedad

Cancer

Otras enfermedades

2. Atribucion
causal del
cancer

Anecdotica/
respuesta

sin

Conducta
puntual/ Higiene

imprudente

Alimentacion

Golpe

Contagio

Virus-Bichos

Predisposicion

Contaminacidén
relacionada
medio

con

el

Aleatoria

3. Severidad

Muy grave

Grave
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Poco grave

Pronéstico Mortal
Curable
Tiempo de Dias/ Semanas
curacion Meses/ Afios
Emociones Miedo
Tristeza
Alegria
Dolor (fisico)
Aburrimiento
Enfado
Soledad
Vergilienza
Preocupacion/ ansiedad
Factores Sensaciones fisicas
asociados a (dolor, malestar, pérdida
emociones de pelo, hinchazon)
negativas Ausencia de la familia
No acudir al colegio
Falta de relaciones
sociales y amigos
Pensamientos negativos
Inactividad/ ambiente
hospitalario
Actitud del compafiero
de habitacion
Sin respuesta
Actividades Visitas
que mejoran | Juegos
el estado Relaciones sociales/
emocional amigos en el hospital
Adaptacion al ambiente
hospitalario
Acudir al colegio del
hospital o  realizar
actividades académicas
No sabe/ no contesta
Comunicacion | Si
de estado No
emocional
A quién Padres y familiares
comunican Amigos
Personal sanitario
Psicélogos

Otros nifos/ personas
que hayan pasado por la
misma experiencia
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APENDICES

K. ESTRATEGIA DE BUSQUEDA DE LA REVISION SISTEMATICA DEL

ESTUDIO 3
Scopus
Date Searched: 21/06/2021
Number of 462
Results:
Full  Search ((TITLE-ABS-KEY(“paediatric oncology” OR “pediatric oncology”)) OR (TITLE-
Strategy: ABS-KEY(cancer W/8 (medicine OR patient* OR sufferer* OR advanced OR

outpatient*))) OR (TITLE-ABS-KEY(oncology OR cancerology)) OR (TITLE-
ABS-KEY(Oncolog* W/5 (patient* OR fellow* OR clinical OR medical OR
inpatient*)))) AND ((TITLE-ABS-KEY(communication W/2 intervention*)) OR
(TITLE-ABS-KEY(communication W/3 (support OR interpersonal OR skill*)))
OR (TITLE-ABS-KEY(communication* W/3 (bevahior* OR behavior*)))) AND
((TITLE-ABS-KEY(training W/5 (skill OR skills OR needs OR program OR
programs OR programme OR programmes OR graduate OR postgraduate OR
curricula OR intervention*))) OR (TITLE-ABS-KEY(course* W/3 (training OR
content OR attendance OR attenders OR multiday))) OR (TITLE-ABS-
KEY(workshop OR workshops)) OR (TITLE-ABS-KEY((intervention OR
interventions) W/5 (computerized OR design* OR improv* OR training*))) OR
(TITLE-ABS-KEY(teaching W/3 (model* OR trainees))) OR (TITLE-ABS-
KEY(education W/3 (postgraduate OR graduate OR medical OR nurse* OR
physician OR staff OR continuing))) OR (TITLE-ABS-KEY ((preworkshop OR
postworkshop) W/4 encounter*)) OR (TITLE-ABS-KEY((trained OR
untrained) W/3 (physician* OR nurse OR nurses OR staff))) OR (TITLE-ABS-
KEY(“interact cancer”)) OR (TITLE-ABS-KEY(cai W/2 (program* OR
programme®*))) OR (TITLE-ABS-KEY(intervention* W/8 communication*)))

Note: Search strategy for the Scopus database. This strategy was adapted for subsequent

searchers in Medline and PsycINFO
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APENDICES

L. SPIKES MODEL OF DELIVERING BAD NEWS IN PEDIATRIC

ONCOLOGY PATIENTS

The Six Steps of SPIKES Outcome

Set up the Interview Consider the standards of the interview as
settings or timing

Assessing the Patient’s Perception Assess how the patient perceives the medical
situation

Obtaining the Patient’s Invitation Be sure feedback is expected and its purpose is
clear

Giving Knowledge and Information Provide specific comments using plain

. irectly to the situati
to the Patient language that relates directly to the situation

Addressing Patient’s Emotions Attend to emotions experienced by the patient
using empathy

Strategize Develop an action plan considering follow-up
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